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Implementing a Comprehensive and Effective Community Response
to HIV/AIDS in Communities of Color

EXECUTIVE SUMMARY AND RECOMMENDATIONS

I ntroduction

In February 1998, when President Bill Clinton announced that the United Stateswould commit to anational
goa of eiminating racia and ethnic hedlth disparities, thelnitiative to Eliminate Racial and Ethnic
Disparitiesin Healthwasborn. The purpose of thisnationa effort isto enhanceeffortsin 1) preventing
disease, 2) promoting hedlth, and 3) delivering caretoracia and ethnic minority communities. Themethod
congstsof consultation and collaboration among federd agencies, State, local and triba governments; and
community professionasto research and addressissues of education, environment, income, and other
socioeconomic factorsthat affect health outcomes. Thelnitiativetargetssix key areasof health: infant
mortality; cancer screening and management; cardiovascular disease; diabetes, HIV/AIDS; and adult and
child vaccinations. Thisreport focusesontheHIV/AIDStarget area.

OnMarch 3and 4, 1998, the Centersfor Disease Control and Prevention (CDC) sponsored ameeting
with approximately 35 African American leadersworking intheareaof HIV prevention. The purposewas
torefineCDC prevention effortsin African American communities. However, after hearing the statisticson
the disproportionate impact of HIV/AIDSinthe African American community, the leaders stopped the
meeting, demanded to meet with CDC’ sActing Director, and issued alist of ninedemands. Themost
significant and urgent of these demandswasthe call that “ (t)he President and Surgeon Genera declarea
dtate of emergency inthe African American community concerning AIDS and public hedlth.”

OnJune 10, 1998, several members of the Congressional Black Caucus (CBC) held atown hall meeting.
The meeting was attended by over 100 participantsincluding representativesfrom community organizations
and members of the Executive Branch of thefederal government. At the conclusion of the meeting, the
CBC called on Secretary for the Department of Health and Human Services (DHHS), DonnaShaala, to
declare astate of emergency around HIV/AIDSin the African American community. Over the next four
months, DHHS actively considered thisrequest. With extensive involvement by severa membersof the
HIV/AIDS Hedth Disparities Work Group, DHHS prepared and presented aresponse to the Caucusin
September 1998. In that response DHHS stated that astate of emergency would not be declared, but that
the HIV epidemicinthe African American community isacrigsrequiring an emergency response. DHHS
then directed thefederal agenciesto redirect some of their current effortsin fighting thisdisease. Given that
some of these agencieswere dready leveraging fixed resourcesto increase aid to some communities of
color, the order to redirect resources resulted in amodest responseto the request.

Thenin October 1998, President Clinton addressed theissue of HIV/AIDS specificaly inapublic address
when hedeclared HIV/AIDSto be asevere and ongoing health crisisin racia and ethnic minority communi-
tiesand announced acomprehensive new initiativein collaboration with the CBC toimprovethe nation’s
effectivenessin preventing and treating HIV/AIDSin communitiesof color. Redirected new fundstotaling
$156 millionin FY 99 were appropriated to enhance thefight againgt HIV/AIDSinthe African American
community aswel asin other communities of color. For FY 2000, thistargeted funding wasincreased to
$251 million.

The DHHSMinority HIV/AIDS Initiative, asthisenhanced responseto HIV/AIDSinracid and ethnic
minority communities has been named, istargeted toward: 1) technica assistance and infrastructure support;



2) increasing accessto prevention and care; and 3) building stronger linkagesto addressthe needs of
specific populations.

Epidemiology of HIV/AIDSin the United States

HIV/AIDS hashad adevastating effect in racia and ethnic minority communities. Thethreat of HIV/AIDS
not only affects peoplewho have the disease themsealves, but also their families, loved ones, neighborhoods,
and communities. Through December,1999, more than one half (55%) of al identified casessince 1981
have been reported among people of color. The most heavily affected popul ation has changed from non-

L atino Whitesto African Americans, and the proportion of casesreported among Latinosisgrowing. Each
year, 74% of the estimated 40,000 annua HIV infectionsare among African Americansand Latinos.
Priority sub-populations that posethe greatest need for effectiveinterventionswithin communities of color
aremen of color who have sex with men, intravenous drug-usersand their partners, women and youth of
color.

Underlying Causes of Health Disparities

Racid and ethnic minority communitiesare among thefastest growing of al U.S. communities, yet African
Americans, Latinos, American Indiansand AlaskaNatives, and Asiansand Pacific |danders have poorer
hedlth than other communities. The concept of health disparitieswas highlighted in the Department of Health
and Human Services 1985 Task Force on Black and Minority Health. Thetask force detailed the
widening disparities between minoritiesand nonminoritiesin six health areas: cancer, cirrhos's, diabetes,
homicide, unintentiona injures, and infant mortaity. In 1987, HIV/AIDSwasadded to thislist. Underlying
causesof hedth disparitiesare global in scope. Hedlth disparitiesareinfluenced by multiplefactorssuch as,
Soci oeconomic status, education, availability of adequate hed th insurance, employment, racial/ethnic and
cultural biasesaswell aspolitical and societal attitudes, none of which onit’sown merit, can be singled out
asthe primary denominator.

Componentsof an Effective and Comprehensive Community Responseto HIV/AIDS

Communities play animportant rolein preventing the spread of diseases. Community membersbring
knowledge about the community’ sculture, social norms, and networks, al of which can be used to better
define hedlth problemsand devise sol utionsto them. Community-based organi zations aretaking positive
approachesto health and well-being through planned, coordinated and sustained efforts. Intheareaof HIV/
AlIDSprevention and trestment, thereis support and appreciation for the benefits of working in partnership
with communitiesto promote health behaviorsand to reducerisk factorsassociated with HIV transmission.
The premise underlying community planning asthemain vehiclefor delivering prevention servicesat thelocd
level restson theimportance of community. Identifying community assets, community participation, and
effective collaborations and partnershi psremains paramount for effective community responsesto the
devagtation of HIV/AIDSin communitiesof color. Equally important are effective prevention programsthat
includes epidemiologica and behaviord survelllance, voluntary HIV counseling, testing, referra, and partner
notification, health education and risk-reduction activities, school based programsfor youth, public informa-
tion programs, and capacity building activitiesto support organizationsin expanding their abilitiestoimple-
ment effective programs.



Effective | nterventions

Biomedica and behaviorad HIV prevention programs have provento be effectiveinreducing HIV transmis-
son. A reduction in mother-to-child transmission through taking AZT during pregnancy, for example, has
proven to be an effective biomedica intervention aswell asindividua s benefitting from prophylaxisfor
opportunisticinfections, combination drug therapies, and treating sexualy transmitted diseasesfor preven-
tion of HIV infection. Behaviora interventions can contribute to changesin behavior that reduce risks of
infectionsaswell. Someeffectiveindividud and community-leve interventions around frequency of condom
useincludesrolemodd stories developed from red-life experiences and behavior changesresulting from the
effects of mediacampaigns, outreach, and community mohbilization.

Assessing Existing Services and | dentifying Unmet Needs

Agenciesof thefedera government havelong recognized theimportance of surveillance, education, re-
search, prevention, and care askey components of acomprehensive effort to fight the HIV/AIDS epidemic.
Responding to the shift in the popul ations most impacted by HIVV/AIDS (i.e. communitiesof color), DHHS
in partnership with Congressand the President have publicly recognized that HIV/AIDSisasevereand
ongoing health crissinracial and ethnic minority communities. The operating agenciesof DHHS, which
include, but are not limited to CDC, the Health Resources and Services Administration (HRSA), the
National Institutes of Health (NIH), and the Substance Abuse and Mental Health Administration
(SAMHSA) are continuing to enhance and target their HIV/AIDS activitiesto reach and target populations
most severely impacted by HIV/AIDS.

Recommendations

Based on aninventory of HIV/AIDSactivities currently underway within DHHS, 20 recommendationsfor
enhanced and new activitiesto further address digparities among communities of color were devel oped.
Some of the recommendations have been adapted from the draft “ National Minority HIV Plan,” dated
September 1998, developed by the DHHS Office of Minority Hedlth. In addition, these recommendations
have been categorized into six broad public health categories: 1) program; 2) program evaluation; 3) policy
development; 4) research; 5) surveillance and epidemiol ogy; and 6) technical assistance and capacity
building.

Therecommendationsreflect only one piece of anationd effort needed to diminate HIV/AIDS hedlth
digparitiesamong communities of color. Most of these recommendationsreflect changesin or enhancement
of activitieswhichfall under the purview of DHHS. However, any movement toward refining or implement-
ing the recommendations presented herewill requiretheinvolvement of other federal agencies, community
members, personswho areinfected and affected by HIV/AIDS, nationa organizations, community-based
organizations, and state and local representatives.

Itisaso crucia that programs, evaluation activities, policy development, surveillance, and research activities
that arise asaresult of these recommendations be developed in aculturaly competent manner. Cultura
competence may be defined asthe capacity and skill to function effectively in environmentsthat are cultur-
aly diverse and are composed of distinct dementsand qualities. To beeffective, al HIV/AIDSinterven-



tionsmust be culturally competent. Cultural competence helpsto ensurethat prevention, research, and
treatment programs are acceptabl e to the communitiesfor whom the programsareintended. Cultural
competenceisnot about the service provider’s sensitivity to diverse cultural populations. Cultural compe-
tenceisabout the service provider’ sunder standing of and respect for cultural differencesand how a
client’sculture affectshisor her beliefs, perceptions, attitudes and behaviorsregarding HIV/AIDS.
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Implementing a Comprehensive and Effective Community Response
to HIV/AIDS in Communities of Color

EPIDEMIOLOGY OF HIV/AIDS IN THE UNITED STATES

I ntroduction

A magjority of thedata presented in this section of the report wastaken from the HIV/AIDS Surveillance
Report, December 1999, Y ear-end edition and dide setswhich have been devel oped using some of the
datainthereport. The HIV/AIDS Surveillance Report and dide sets can befound at the CDC web site
listedin Appendix B.

Thedisease that would cometo be known as acquired immunodeficiency syndrome (AIDS) wasfirst
identified inthe United Statesin 1981. Asof December 31, 1999, atotal of 733,374 AIDS casesamong
adults and adolescents and 8,718 cases among children under age 13 have been reported to CDC. More
than 430,444 people of al ageshavedied.

AlIDS hashad adevastating effect inracid and ethnic minority communities, affecting not only peoplewho
have the disease themselves but a so their familiesand loved ones. 1n 1998, people of color made up more
than half (178,914) of the estimated number of people believed to beliving with AIDSin thiscountry
(294,425). Through December 1999, well over half (55%) of al identified AIDS casessince 1981 have
been reported among persons of color. Among children under the age of 13, African Americans represent
59% of al reported pediatric AIDS cases, and L atino children make up 23%. 1n 1999 aone, African
American children represented an even larger proportion (65%) of pediatric AIDS casesreported that year.

Currently, an estimated 800,000 to 900,000 personsin the United States areliving with human immunodefi-
ciency virus(HIV) infection, including those personswith AIDS. Over theyears, the predominant mode of
HIV transmission hasbeen shifting from male-to-mal e sex to heterosexud transmission and injection drug
use. Themost heavily affected population has changed aswell, from non-L atino whitesto African Ameri-
cans, and the proportion of casesreported among L atinosisgrowing.

Confidentid reportsof HIV infection from the 32 states that haveimplemented HIV surveillanceamong
adultsand adolescentsand 2 statesthat report only pediatric cases, show that communitiesof color are
continuing to bethe most heavily affected; cumulatively, 61% of reported HIV infectionsin these stateshave
been reported among members of racial/ethnic minority groups. 1n 1999 alone, people of color represented
61% of newly reported casesof HIV infection in these states.

Each year, 74% of the estimated 40,000 annual HIV infectionsare among African Americansand Latinos.
Approximately 22,000 African Americansand 8,000 L atinos are becoming infected with HIV each year.
(Thisestimateisbased on using indirect estimation methods based on national AIDS surveillance dataand
HIV surveillance datafrom states that have conducted HIV surveillancefor at least fiveyears.)

Many recent advancesin themedical management of HIV disease havefavorably affected thetrendsin
AlIDSincidence. Thegood newsisthat more peoplewith HIV and AIDSareliving longer. However, the
resulting longer survival period aso hasresulted in growing numbers of peoplewho require ongoing preven-



tion servicesand expensive medical care. The Presidentid Initiative on Health Digparitieswas established to
help ensurethat all membersof our society participate in those advances and reap the benefits of good
hedth.

Thischapter presentsthe epidemiology of HIV/AIDSto provide acontext for understanding the dimensions
of theimpact of HIV/AIDS on communitiesof color. 1t includes estimates of the number and describesthe
characteristicsof personsinthe United Statesinfected with HIV and of personswho have devel oped
AIDS. Also, it addressesrisk factors, presentsthedistribution of HIV and AIDSby route of transmission,
and discussesrelated morbidity and mortality.

HIV Transmisson

HIV infectionismost commonly spread among adultsthrough sexua intercourse (both homosexud and
heterosexua) with aninfected person. Also, many peoplewho inject drugs have becomeinfected by
sharing needles or syringesthat contain HIV -infected blood.

Men Who Have Sex with Men

Sexual contact between men wasfirst identified asarisk factor for AIDS early in the emerging epidemic.
During 1989-1998, AlDSwasdiagnosed in 290,582 men who have sex with men (MSM). 1n 1989, racial/
ethnic minority MSM accounted for 24,444 (31%) AIDS casesamong MSM. The proportion of MSM
with AIDSwho were non-Hispanic black and Hispanic increased from 19% and 12%, respectively, in
1989, to 33% and 18%, respectively, in 1998. Asan/Pacific Idandersand American Indian/AlaskaNa-
tives each accounted for <2% of AlIDS casesamong M SM throughout this period. AlDSincidence among
all MSM declined 22% from 1996 to 1997. Therate of decline slowed to 12% in 1998 compared with
1997. During 1996-1998, AIDSincidence declined anong MSM in all racial/ethnic groups. Asan/Pecific
|ander (43%), non-Hispanic white (39%), American Indian/AlaskaNative (35%), Hispanic (26%), and
non-Higpanic black (23%). Stigmatization of homosexudity in communitiesof color influencesthe availabil-
ity of HIV/AIDSinformation and servicesaswell asthewillingness of personsto seek HIV testing and care
and to disclosetheir seropositive statusto partners.

llicit DrugUse

Drug usersareat high risk of becoming infected with HIV by sharing injection equipment aswell asthrough
unprotected sexua activities, poor sanitary practices, under-utilization of health care, and frequent and risky
interactionswith personswho areadready HIV infected, including prostitutesand injecting drug users. The

impact of drug useasarisk factor for HIV infection has been substantial in communities of color.

Heter osexual Transmission

No AIDS casesprior to 1982 were attributed to heterosexual contact. 1n contrast, among peoplereported
with AIDSin 1999, 8% of men and 40% women reported they becameinfected with HIV through hetero-
sexua exposure. Associated risky behaviorsinclude having multiple sex partners; buying, selling, or trading
sex; early initiation of sexual activity by adolescents; and unprotected sexual intercourse.



Perinatal HIV Transmission

Almogt dl HIV-infected childrenin the United States acquired the virusfrom their mothers during pregnancy
or birth; afew may have becomeinfected after birth through breast feeding. Through December 1999, an
estimated 8,718 AIDS cases have been diagnosed among infants and children younger than 13 years.
Ninety-one percent of theseinfants have been infected perinatally. Asof December 1999, an estimated
5,084 infantsand children have died with AIDS. In 1994, clinical trialsdemongtrated atwo-thirdsreduction
intherisk for perinatal (mother-to-infant) transmiss on associated with treatment of HIV-infected pregnant
women and their infantswith zidovudine (ZDV, dso knownasAZT). ThePublic Hedth Service (PHS)
issued guidelinesfor theuse of ZDV to reduce perinata transmissionin August 1994 and for universal HIV
counsdling and voluntary testing of pregnant womenin July 1995. Sincethat time, therehasbeenanin-
creasein both HIV testing among pregnant women and theuse of ZDV treatment among HIV -infected
mothersand asteep declinein perinatally acquired AIDS. Morerecently, some of the declinein perinata
AIDSincidence can be ascribed to improved treatmentswhich delay the onset of AIDS-defining illnesses
for HIV-infected children. Therateof perinatal transmissionisexpected to continue declining asaresult of
more aggressive courses of treatment and increased use of proceduresthat reduce transmission during
childbirth, such as el ective cesarean section. Declines noted between 1992 and 1996 were similar by race/
ethnicity and regionsof the country and in both urban and rural aress.

Receipt of Blood Transfusion, Blood Components. or Tissue

Through December 1999, 8,531 adults and adol escents and 379 children were reported to have acquired
HIV infection through receipt of infected blood, blood components, or tissue. However, most of these
infectionswere acquired during the early tomid-1980s. Since 1985, the Red Crossand other blood banks
have routinely screened blood productsfor HIV, and therisk for HIV infection from blood transfusionshas
decreased gresatly. Since screening wasimplemented, 37 adults and adol escentsand 2 children devel oped
AlIDS after receiving blood screened negativefor HIV antibody. Thirteen additiona adults developed
AlIDS after receiving tissues, organs, or sperm from HIV-infected donors; four of these adultsreceived
tissue, organs, or sperm from adonor who tested negative for HIV antibodies at thetime of donation.

HIV Prevalence

In 1999, CDC estimated that 800,000 to 900,000 personswereliving with HIV infection (including those
personswith AIDS) inthe United Statesin 1998. Among these persons, gpproximately two-thirds
(575,000-675,000) havehad HIV infection or AIDSdiagnosed. Researchersestimated that about 72%
of theinfected were men or adolescent boys and about 28% were women or adolescent girls. By race/
ethnicity, an estimated 46% of infected men were non-Hispanic black and 7% were Hispanic; 68% of
infected women were non-Hispanic black. Approximately 45% of theinfected personswere menwho
have sex with men and about 16% wereinjection drug users. The prevalenceof HIV infection increased
from 1984 through 1992, with agreater relative increase among women.

Civilian Applicantsfor Military Service: Prevalence of HIV-1 antibody inthe 5.4 million civilian
applicantsfor military servicetested from October 1985 to September 1997 waslessthan 1% for all racial/
ethnic groups. Theoverall seropositivity ratefor maleswas 0.09%; only African Americans (0.30%) and
Latinos (0.12%) exceeded the overall rateamong males. Theoveral sero-positivity ratefor femaleswas
about haf that of the male applicants (0.05%), and only African American femaleshad ahigher rate of
seropositivity (0.13%).



Job CorpsApplicants Job Corpsprogramisanational job training program for economicaly and educa
tionally disadvantaged young people between the agesof 16 and 24. Personswho areincarcerated, inject
drugs, or engagein other illegd activitiesare excluded; on the other hand, sexual orientation or past drug use
doesnot disqudify applicants. While not representative of al youth, these data provide asngpshot of the
continuing toll of HIV infection among the many young peoplein the United Stateswho are economicaly
and educationadlly disadvantaged. Anaysisof datafrom approximately 350,000 HIV testsamong Job
Corpsapplicants ages 16-21 between 1990 and 1996 indicates that more than 2 per 1,000 of these young
peoplewereinfected with HIV, with ratesamong young African American femalesexceeding 5 per 1,000.
African American femaeshad the highest HIV infection rate of any group, 7 timeshigher than for white
femaesand 8timeshigher thanfor Latinas. Overall HIV prevaencefor young womenin the study was
50% higher than for young men (3 per 1,000 women compared with 2 per 1,000 men) asaresult of higher
rates of infection among females between 16 and18 yearsof age. Among the older study participants, the
differencesin prevalencediminished, and at 19, 20, and 21, therewere no significant differencesin preva
lence rates between women and men.

| ncar cer ated Populations

Disease surveillance oftenislacking in correctional settings, but datafrom 1997 indicate that between
26,000-36,000 inmateswere living with HIV, morethan 5-7 timesthe prevalencein the genera population,
and many experts consider thisto be an underestimation. Based on studiesfrom the Bureau of Justice
Statistics, CDC/Nationd Ingtitute of Justice, and the Nationa Commission on Correctiona Hedth Care, itis
estimated that about 2.1% of all HIV-positive peoplein the United Statesarein federal or state prisons.
Datashow that incarcerated women aremorelikely to be HIV infected than incarcerated men (3.4% versus
2.2%), and the proportion of incarcerated women who are HIV positiveisincreasing at afaster ratethan
the proportion of incarcerated HIV-positive men (11.1% versus 3.8% increases for women and men,
respectively, between 1991 and 1997). Latinasand African American women aremorelikely tobe HIV
positive than whitewomen (4.2%, 3.9%, and 2.3%, respectively). IntheEastern United States, up to
12.7% of incarcerated women are estimated to be HIV positive, compared with 6% of incarcerated men.

AIDSPrevalence
Total AIDS Cases

African Americansand Latinosare accounting for increasingly larger proportions of personsreported with
AlDSeachyear. Not only are more personsof color becoming infected with HIV and developing the
AIDS, but they aso account for alarger proportion of AIDS cases compared to their representationin the
general U.S. population. 1n 1999, for example, whites made up 71% of thetotal U.S. population, but only
32% of theadult AIDS casesand 17% of the pediatric cases. In contrast, African Americans represented
about 12% of the U.S. population but 47% of adult AIDS casesand 59% of pediatric cases. Latinos,
representing about 13% of the U.S. population, made up almost 20% of adult AIDS casesand 23% of
pediatric cases. American Indiang/AlaskaNativesand Asans/Pecific | dandersrepresent smaller propor-
tionsof thetotal AIDS casesthan their representationinthetotal U.S. population; these two groups,
however, may be disproportionately affected in some states.



Pediatric AIDS (Children Under Age13)

Through December 1999, atotal of 8,718 children have been reported with AIDS; 59% are non-Latino
African Americans, 23% are L atinos, 17% are non-L atino whites, 0.5% are Asiang/Pacific Idanders, and
0.3% are American Indiang/AlaskaNatives. Among al the childrenwith AIDS, 7,943 (91% ) acquired
HIV perinatally (from their mothers); 39% of the mothers of these children wereinjecting drug users, 18%
had sex with aninjecting drug user, and 17% had sexua contact with personswith other risk factorsfor
HIV/AIDS. Another 379 (4%) of the children with AIDS acquired HIV through receipt of contaminated
blood transfusions, blood components, or tissue; 235 (3%) of the children had hemophiliaor acoagulation
disorder.

From 1994 through 1998, the annual number of reported AIDS cases decreased by 54%, from 811 cases
t0 228.

Inthelast 2 years (between 1997 and 1998), the number of reported pediatric AIDS cases decreased
42%; the decrease was |essamong L atinos (24%) than among non-L atino whites (36%) and African
Americans(32%).

AIDSin Older Adults(Age50and Above)

Early inthe HIV epidemic, older personsbecameinfected with HIV primarily through receipt of contami-
nated blood or blood products. Through 1989, receipt of contaminated blood or blood products ac-
counted for 28% of AIDS cases among persons age 60 to 69 and 64% of the casesin personsage 70 and
older. Incontrast, contaminated blood/blood productswere responsiblefor HIV infectionin only 1% of
personswith AIDS ages 13 to 49 and 6% of personswith AIDS ages50to 59. Currently, personsage 50
and older identified with HIV have ashorter observed AIDS-freeinterval and ashorter survival period than
younger HIV-infected patients, often dying withinamonth of AIDSdiagnosis. Thismay bedueto adelay
inHIV testing following the onset of HIV-related ilInessbecause they or their health care provider doesnot
perceive older peopleto beat risk for HIV infection. HIV testing also may be delayed becausethe AIDS-
related opportunistic illnessesthat occur commonly among persons age 50 and ol der can appear smilar to
other diseases associated with aging. Such conditionsinclude HIV -related encephal opathy and wasting
syndromethat may mimic Alzheimer’ sdisease, depression, and malignancies. Inaddition, AIDSsurveil-
lance dataindicate that ahigh proportion of personsage 50 and older with AIDS are reported without an
identified risk for HIV infection.

AIDSMortality

From the 1980sthrough 1995, the estimated number of deaths among people reported with AIDSin-
creased steadily. 1n 1996, however, deaths among personswith AIDS declined for thefirst time. The
death rate decreased 29% in 1996, 48% in 1997, and about 21% in 1998. Thisdecrease was attributed to
recent advancesin the medical management of HIV/AIDS coupled with the effectsof comprehensive,
sustained prevention effortsthat began in the 1980s. Thirteen percent fewer deathsin 1996 were attributed
to HIV/AIDSthan occurred in 1995. Between 1993 and 1997, the proportion of non-Latino African
Americansamong personswho died from AlDSincreased from 35% to 51% while the proportion of non-



L atino whites decreased from 48%to 33%. The proportion of Latinosand other racia/ethnic groups,
including Asian/Pacific Idandersand American Indiang/AlaskaNativeswererel aively stableat 13%to
14% and 1% respectively.

Asof December 1999, atotal of 430,441 adults and adol escents and 5,084 children (under the age of 13)
had died with AIDS. Among all personsever diagnosed with AIDS, 59% of adultsand 58% of children
havedied. Theannua number of deathsamong personswith AlDS has decreased, dthough AIDSremains
one of theleading causes of death among persons 25-44 yearsof age. Thedecreasein deaths partly
reflectstheleveing of theincidence of AIDS-opportunisticillnessesand improved survival among persons
with AIDS dueto improvementsin medical careand the effect of antiretrovira therapies. Almost half of the
personswho died with AlDSwere non-Hispanic whites, 35% were non-Hispanic African Americans, 17%
were Hispanics, and about 1% were American Indian/AlaskaNativesand Asan/Pecific Ianders.

In each of theracial/ethnic groups, 41% among personswho died with AIDS were between the ages of 35
and 44. AIDSisnow the second leading cause of death for persons between the ages of 25 and 44. While
about 33% of the AIDS deaths occurred in persons under age 35, agreater proportion of American Indian/
AlaskaNatives (43%) and asmaller proportion of Asian/Peacific Idanders (29%) diedinthisagegroup. A
small proportion of AIDS deaths occurred in personsunder age 15: 2% of the non-Latino African Ameri-
cans, 2% of the American Indian/AlaskaNatives, 1.6% of the Latinos, 1.2% of the Asan/Pacific Idanders,
and 0.5% of the non-L atino whites.

Themain determinants of survival among personswith AIDS appear to bethe type and trestment sensitivity
of the particular opportunisticinfectionsthey acquire, quaity of medical care, therapy with antiretrovira
agents, increasing use of prophylactic drugsto prevent secondary opportunistic infections, and greater
availability of proteaseinhibitors.



Epidemiology of HIV and AIDS Among African Americans
I ntroduction

Whileitiscommonly and accurately stated that African Americansare* disproportionately represented” in
the HIV/AIDS epidemic, thisterm doeslittle to convey the magnitude and specificimpacts of the epidemic
within thiscommunity. On every epidemiol ogic measurein common use, when compared to thefour other
federdly recognized racia/ethnic groups (White, Asian/Peacific Idander, Native American/Alaskan Native,
Latino), African Americans have the highest rates of prevaent HIV infection, thehighest HIV and AIDS
incidence, thehighest HIV/AIDS mortdity rates, and the highest years of productivelifelost.

Studies suggest that African Americansare morelikely than members of other racial/ethnic groupsto have
multipleadultswithinafamily infected with HIV. Further, those dready infected arelesslikely to usethe
newest and most effective antiretroviral treatment regimens.

HIV Prevalence/l ncidence Among African Americans

TheNationa Institutes of Health (Rosenberg) estimated, based on modeling of AIDS survelllance data, that
asof January 1, 1993, 2.29% of African American men, aged 18-59, and 0.74% of African American
women in that same age group were HIV-infected. Thisamountsto an estimated 184,000 African Ameri-
can men and 67,000 African American women living with HIV infection on that date.

Another study (McQuillan, et d.) used anonymous dataand samplesfrom thethird Nationa Hedlthand
Nutrition Examination Survey (NHANESII1) to estimate HIV prevalence. Of 15,799 persons 18-59 years
of agewho wereinterviewed from 1988-1994 (including 5,045 African Americans), 11,203 persons had
anonymousHIV test results. Thisanaysisisgenerdizableto the nationd civilian noningtitutionalized popula-
tion, but because of the populations not included (prisoners, homeless, hospitalized patients), HIV preva
lence probably isunderestimated. Theweighted prevalence of HIV infection was0.32% for al participants
and 1.1% for African Americans (95% confidenceinterval [Cl] 1.05-3.00). African American men
(1.78%) werethreetimesmorelikely to beinfected than African American women (0.55%). Theauthors
estimate that 189,000 African Americans nationwidewere HIV infected, including 137,000 menand
51,000 women. When adjusted for differential non-response, it was estimated that 206,000 African Ameri-
can men wereinfected (as opposed to the unadjusted estimate of 137,000).

In nearly every populationincluded in various national HIV seroprevaence surveys, African Americans
showed highratesof HIV infection (i.e., Sgnificantly higher than other racia/ethnic groups). For example,
among STD clinic patients studied in 1992-1993, African American menwho reported having had sex with
men had amuch higher HIV seroprevalence (median 43.6%) than white men who reported having had sex
with men (median 23.2%).

Because of thelong and variabletime between HIV infection and AIDS, surveillance of HIV infection
providesamuch clearer picture of theimpact of the epidemic, especially inyoung people, than surveillance
of AIDScases. CDC anayzed datafrom 25 statesthat had integrated HIV and AIDSreporting systems
for the period between January 1994 and June 1997. In these states, young people (aged 13 to 24)
accounted for amuch greater proportion of HIV than AIDS cases (14% versus 3%). Nearly half (44%) of
theHIV infectionsin that age group were reported among young females, and well over half (63%) were
among African Americans. Thestudy also showed that even though AIDSincidence (the number of new
cases diagnosed during agiven time period, usually ayear) isdeclining, there has not been a comparable



decline in the number of newly diagnosed HIV cases among young people.

In statesthat confidentially reported HIV infectionsin 1999, atotal of 64,299 HIV infections(not AIDS)
were reported among African American men, women, and children. Thisnumber represents 52% of all
HIV infectionsreported in 1999 in these states. 1n 1999, African Americansrepresented 46% of al men
reported with HIV infection (not AIDS),68% of al women, and 64% of al children under theageof 13in
these states.

Among African American adol escents between the agesof 13 and 19, more casesof HIV infection are
reported among young women than young men. Through December 1999, in the statesthat haveimple-
mented confidentia HIV reporting, 1,965 casesof HIV infection have been diagnosed among young
African American women and 1,242 casesamong young African American meninthat agegroup. Biologi-
ca factorsmay influencethehigher risk for HIV infection in young women, aswell as sexua behaviorssuch
ashaving sex with older male partners (who are morelikely to beinfected than their peers).

Whiletherisk of HIV transmission for African Americansismost strongly explained by behaviord factors,
recent studies have suggested that biological factorsthat may facilitate or impedetransmission are not
identically distributed acrossracia/ethnic groups. Thesefactorsare associated with differential susceptibility
to HIV acquistion and with frequenciesthat differ between African Americansand whites(McNicholl
1997).

Also, thelikelihood of exposureto HIV ishigher for personswho liveinareasof high HIV prevalence,
whichisthe casein many communitiesof color.

AIDS Prevalence/l ncidence Among African Americans
In 1998, for thefirst time, the number and proportion of annual Al1DS casesreported among African

Americans (117,890; 40%) exceeded that among whites (114,846; 39%). This“parity” isoccurring
despitethefact that African Americans make up 12% of the U.S. popul ation and whites congtitute 72%.
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When race-specific popul ation sizes are used to cal cul ate popul ation-specific AIDSrates (per 100,000
persons), the 1999 annual incidence rate among African American adults and adol escents reported with
AIDS(84.2) ismorethan 8 timesthat among whites (9.0). The1997 AIDSincidenceratefor African

Americansdecreased by 7%, but this decrease was not as great at that observed among whites (23%).



Among African Americans (asamong whites), thisepidemicis more severe among men than among women.
The 1999 AIDSincidencerate (125) among African American menisnearly eight timestherate (16) for
whitemen. Among African American women, therate (49) ismorethan 24 timeshigher than therate (2)
for whitewomen. Between 1996 and 1998 (the most recent year such analyseswere conducted), new
AlIDS diagnoses among African American gay and bisexual men increased dramaticaly in severa urban
areas. 10.2%in New York City, 5.7%in LosAngeles, and 4.8%in Atlanta, GA. Over thesametime
period, AIDSincidence among white gay and bisexua men decreasedinall threecities.

Among African Americansreported with AIDS annualy from 1993-1997, the proportion whoserisk of
exposureto HIV was male-to-male sex has steadily declined from nearly athird of casestolessthana
quarter (21%) of cases. Similarly, the proportion attributableto injection drug use hasfallen over this period,
but still constitutes nearly athird (30%) of reported AlDS cases. Cases attributed to heterosexua exposure
and thosewith noidentified risk (NIR) at thetimethe AIDS caseisreported have steadily increased and in
1997 accounted for 44% of the AIDS casesamong African Americansreported that year. A 6-state
follow-up study of personsreported with AIDSin 1992 and initidly classified asNIR found that, among the
44% for which risk could beidentified, andinadl racial/ ethnic groups, approximately one-third were MSM
(34.4%), alittle more than one-third were I DU (37.2%), and nearly one-quarter wereinfected through
heterosexual contact (23.9%). (Klevens 1996)

HIV/AIDS-related Morbidity in African Americans

Some Al DS-defining conditions have been shown to differ in frequency by race/ethnicity (Chan, 1995).
African Americanswerelesslikely than whitesto experience CMV disease (13.6% vs 30.5%),
cryptosporidiosis (1.2% vs 5.5%), and Kaposi’ s sarcoma (8.1% vs 25.9%) prior to death, but were more
likely to experience tuberculosis (13.0% vs4.3%). In multisite studies of cancer risk among HIV-infected
persons (Biggars 1996, Johnson 1997), theincidence of both Kapos’ s sarcomaand non-Hodgkin's
lymphomawerelower among African Americansthan non-African Americans.

There are suggestionsby someclinica investigatorsthat somenon-AlIDS defining but HIV-associated
illnesses are more commonly occurring among African Americansthan in other populations. Winston, et d.,
estimated that, by the end of the decade, HIV-associated nephropathy will the third leading cause of end-
stagerena diseasein African Americans between the ages of 20 and 64. They suggest that underdiagnosis
and lack of surveillanceinformation areleading to limited recognition of theimpact of thiscondition onthe
hedlth of African Americans. Smilarly Torok, et d., identified increasing mortdity from thrombotic
thrombycytopenic purpura(TTP), in part associated with the devel oping HIV epidemic. Mortdity ratesfor
African Americanswith TTPare 3.4 timesthat for whites. However, an andysis of themulti-state Adult and
Adolescent Spectrum of Disease Project found that African Americanswith AIDS had alower incidence of
thrombocytopenia (of al types) than did whites (Sullivan, 1997) .

Other researchers (Hu, et a.) examined the differencesin AIDS-defining illnesses by race/ ethnicity and,
when controlling for other demographic and exposurerisk categories, found reduced magnitude of preva ent
differences. They suggest that much of theremaining observed differences may beinfluenced by underlying
differencesin etiologic exposures, diagnoss, and accessto care between racia/ethnic groups (Hu 1995).
However, no published study hasyet directly examined thishypothesis.

HIV/AIDSMortality in African Americans



HIV infection wastheleading cause of death among persons 25-44 yearsin 1994 and 1995. In 1995, HIV
caused amost 31,000 desaths, or 19% of thetotal inthisagegroup. Thedeath ratefell tofifth placein 1997
and 1998, causing approximately 8,500 (7%0) of thetota inthisagegroupin 1998. Among African Ameri-
can men 25-44 yearsold, HIV infection has been theleading cause of death since 1991, when it surpassed
homicideintheranking of casesof death. HIV infection caused amost 9,000 deaths(32%) of al deathsin
thisage group at its peak in 1995, but only about 3,000 deaths(16%) of thetotal in 1998. Among African
American women 25-44 yearsold, HIV infection wastheleading cause of death from 1993-1996, and then
fell tothird place, after cancer and heart diseasein 1998. HIV infection caused morethan 3,000 deaths
(22%) of al deathsin thisgroup in 1995 and about 1,500 deaths (13%) of thetotal in 1998. Between
1987 and 1997, the proportion of African Americanswho died from HIV increased from 30% to 52%,
whilethe proportion of whites decreased from 69% to 47%.

Rates and Cause of death by race and gender, 1982-1996
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Because HIV infection affectsmainly young and middle-aged adults, itsimpact should be measured not only
intermsof numbersof deaths, but a so the extent to which those deaths are premature, which can be
expressed asthe potentia yearsof lifelost before reaching old age. In 1995, the most recent year for which
theanaysisiscomplete, HIV becametheleading cause of yearsof potentid lifelost before age 75 years
(YPLL75) among African American men, accounting for 15% of theyearslost dueto al causes. HIV was
thefourth leading cause of Y PPL 75 among African American women, accounting for 9% of theyearslost
duetoall causes. (Health United States 1996-97, NCHS).

Similarly, La reportsthat for thetotal U.S. population of working age (15-64 years), theelimination of HIV/
AlIDSdeathsmay result in anincreased life expectancy (0.20 years) smilar to that accomplished by a50%
reduction in heart disease (0.20 years) or cancer (0.27 years). However, among African American men of
working age, theincreased life expectancy (0.82 years) would bevirtually the samefor the eimination of
HIV/AIDSasfor theeimination of heart disease (0.90) or cancer (0.76). Whiletherewaslittle changefor
other gender/race groupsfrom 1987 to 1992, the potentia gainsinlife expectancy for African American
men of working age by eimination of HIV/AIDSrosefrom 0.36 yearsto 0.82 years (228%).

Potentid Gainsin Life Expectancy (Lal, 1997)
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Fig. 1. Potential gains in life expectancy (years) for white
men and women, and black men and women of working
age of the United States by elimination of deaths from
HIV/AIDS (1987-1992).

Risk Behaviorsfor HIV/AIDSin the African American Community

Through December 1999, most African American men reported with AIDS acquired HIV through male-to-
male sex (38%) or injection drug use (35%). Eight percent of African American menwith AIDSreported
both theserisk behaviors. Heterosexual contact accounted for 7% of HIV infectionsamong African
American men and receipt of blood transfusion, blood components, or tissuefor 1%b; risk was not reported
or identified for 11%.



Thegreatest risk for African American women since the epidemic began has been injection drug use,
accounting for 45% of thetotal casesinwomen. Heterosexual contact has accounted for 36% of total
casesin African American women. However, for AIDS casesreported in 1999 alone, morewomen
acquired HIV through heterosexual contact (38%) than injection drug use (25%), though sex with an
injection drug user accounted for the greatest number of cases ttributed to heterosexual transmission
among women.

While many behaviora studies have been donewith loca or specia sub-samplesof African Americans,
thereislittleinformation from popul ation-based studiesthat isgenerdizableto the overal African American
population. Datareported below areonly thosefrom large multi-site or popul ation-based samples.

Population-based data on sexual behaviorsamong street-recruited injection drug usersin 19 citieswere
reported by Friedmanin 1993. African American men and women reported unprotected vagina sex inthe
prior 6 months at the samerate (22%). African American women reported condom use during ahigher
proportion of sexua activities(ana, oral, or vagina) than men (26% vs. 21%). A higher proportion of males
(14%) reported any unprotected anal sex in the prior 6 monthsthan females (9%). Morethan half the
African American mae (51%) and femae (57%) injection drug users reported high rates of sex withanon-
IDU partner.

Using anationa household survey, the Substance Abuse and Menta Health Services Administration
(SAMHSA) estimatesthat, in 1996, 0.8% of African Americans (189,000) had ever injected drugs (co-
caine, heroin, or amphetamines) and 0.1% (22,000) had injected in the previousyear. Among the African
American respondents, 7.5% reported using any illicit drug inthe prior month (including marijuana, cocaine,
inhaants, halucinogens, heroin, or non-medical use of prescription psychotherapeutic drugs): 3.8% of those
35 yearsor older, 10.6% of those 26-34 years, 15.7% of those 18-25, and 8.6% of those 12-17 years
old. Theseestimates are considerably lower than those reported from the same survey in 1991 suggesting
that HIV exposurethroughinjection drug use may befdling for African Americans.



Epidemiology of HIV/AIDS Among L atinos
I ntroduction

Latinosin the United Statesinclude adiverse mixture of ethnic groupsand cultures. With morethan 25
million Latinos, the United States hasthefifth largest L atino population intheworld, following Mexico,
Spain, Argentina, and Colombia. Although Latinos represent an estimated 13% of thetotal U.S. popula-
tion, they account for 20% of the 733,374 total A1DS casesreported in the United States through Decem-
ber 1999. Most HIV and AIDS cases reported to date among L atinos have been among men, although the
proportion of casesamong womenisrising.
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HIV Prevalence/l ncidence Among Latinos

A CDC study examined datafrom January 1994 through June 1997 from the 25 statesthat had integrated
HIV and AIDS survelllance. Thisstudy showed that HIV diagnosesincreased 10% among L atinosbe-
tween 1995 and 1996 (the most recent year for which overall trends can be examined). However, the
number of casesreported among African Americanswasrdatively small. Atthesametime, HIV diagnoses
declined dightly among African Americans (-3%) and among whites (-2%) inthese states. Of the 7,200
young people ages 13-24 yearswho were diagnosed with HIV from January 1994 to June 1997, 5% were
Latino.

Many stateswith large L atino popul ations have not yet implemented HIV reporting; however, the state that
reported themost HIV infectionsin 1997, Florida, does have alarge L atino population. (Floridabegan HIV



reporting in July 1997 and reported 1,948 infectionsfrom July to December of that year.) Indl the states
that confidentially reported HIV infectionsin 1999*, atotd of 9,296 HIV infections (not AIDS) were
reported among L atino men, women, and children. Thisnumber representsnearly 8% of al HIV infections
reportedin 1999 (122,607) in these states. In 1999, L atino Americans represented 8% of al men, 7% of
all women, and nearly 10% of all children under theage of 13 reported with HIV infection (not AIDS) in
these states.

Casesof HIV infection reported with no identified risk and those associ ated with heterosexual transmission
made up more than one-half of thetotal number of casesreported among U.S. Latinosin 1999 (NIR, 23%;
heterosexud transmission, 17%). About 39% of HIV casesamong U.S. Latinosin 1999 were attributed to
male-male sex and 20% of HIV caseswere attributed to injection drug use.

*Alabama, Arizona, Arkansas, Colorado, Florida, Idaho, Indiana, Louisiana, Michigan, Minnesota, Mississippi, Missouri,
Nebraska, Nevada, New Jersey, North Carolina, North Dakota, Ohio, Oklahoma, South Carolina, South Dakota,
Tennessee, Utah, Virginia, West Virginia, Wisconsin, Wyoming. Connecticut, Oregon, and Texas report pediatric cases
only.



AlIDS Prevalence/l ncidence Among Latinos

In 1999, 43,681 new AIDS caseswerereported to CDC. Of these, 8,967(20%) occurred among Latinos. The
AIDSincidencerate (the number of new casesof adiseasethat occursduring aspecific time period) anong Latinos
was 34.6 per 100,000 population in 1999, amost 4 timestheratefor whites (9.0 per 100,000) and almost half the
rate of African Americans(84.2 per 100,000 population).

By country of origin, thelargest number of U.S. Latinosreported with AIDSin 1999 were born in the United States,
followed by Puerto Rico and Mexico.

Adult/Adolescent AIDS Cases Among Latinos,
by Exposure Category and Place of Birth, Reported in 1999, United States

Place of Birth

Central/South
United States  America Cuba Mexico Puerto Rico  Totals

Adult/Adolescent

exposure category No. % No. % No. % No. % No. % No. %

MSM 910 (31) 282 (42) 78 (39) 546  (50) 321 (14) 2,584 (29)

IDU 806 (28) 24 (4) 11  (6) 72 (7) 1,028 (46) 2,438 (27)

MSM + IDU 120 (4) 8 (1) 11 (6) 30 (3 75 (3)
271 (3)

Heterosexual contact 383 (13) 123 (18) 17 (9 127 (12 575 (26)
1,521 (17)

Hemophilia/coagulation

disorder or receipt of

blood transfusion, blood

components, or tissue 15 (1) 8 (1) — — 9 (1) 8 (0) 52 (1)

Risk not reported or

identified 663 (23) 232 (34) 82 (41) 302 (28) 210(9) 2,101 (23)

TOTAL 2,897 (100) 677 (100) 199 (100) 1,086 (100) 2,217 (100) 8,967 (100)

Risk Behaviorsfor HIV/AIDSin the Latino Community

Among Latino men, themgority of reported cases have been among gay and bisexua men and injection drug users.
Among L atinas, most cases have been the result of heterosexua exposures, dthough drug usedso playsamajor role
inthe spread of infection towomen. A large proportion of Latinaswereinfected through injection drug use or by
having sex with aninjection drug user.

HI1V/AIDSMortality Among Latinos
Among Latino men 25-44 years of age, HIV infection wastheleading cause of death from 1993-1997, causing 29%

of deathsinthisgroupin 1995. Among L atinas, 25-44 yearsof age, HIV infection wasthe second |eading cause of
death from 1993 through 1996. HIV infection caused 20% of deathsin thisgroupin 1995, but only 9% in 1997.



Epidemiology of HIV/AIDS Among American Indians and Alaska Natives
I ntroduction

Thereare 557 federaly recognized American Indian and AlaskaNativetribesin the United Stateswith vast
diverdity in heritage, culture, and language. Thelndian Hedlth Service, tribaly operated hedlth carefacilities
and Indian urban centersaretheir primary federa health care providers. 1n 1997, about 1.43 million
American Indiansand AlaskaNatives, representing about 60% of their total population, wereeligibleto
receive health servicesfrom the above health care providers. These personsresided on or near reservations,
rural and urban areaswherethe Indian Health Service, tribaly operated hedth carefacilitiesand Indian

urban centershaveresponshilitiesto provide health careand referral services.
HI1V/AIDS Among American I ndiansand Alaska Natives

In 1999, therewas an average of 11.4 American Indiansand Alaska Natives per 100,000 population
reported with AIDS. American Indiansand Alaska Natives comprisethe smalest proportion of AIDS
casesof any of thereported racial and ethnic groups. Asof December 31, 1999, therewere 2,132 re-
ported AIDS casesamong American Indiansand AlaskaNatives. Therewere 1,743 AlIDS casesreported
among adult males, 358 among adult females, and 30 among children under age 13. These numbers,
however, may under-represent thetotal impact on American Indian and AlaskaNative communities.
Misreporting theethnicity of American Indiansand AlaskaNativesaseither whiteor Latinoinvarious
disease surveillance systems, including that for HIV/AIDS, hasbeen documented.

About 69% of thetotal reported AIDS cases among American Indiansand Alaska Nativesreported
through 1997 werein 10 states: 25% in California, 11% in Oklahoma, 7% in Washington State, 5%in
Arizona, 4% in Alaska, and 3% in each of thefollowing states: New Mexico, Texas, Minnesota, North
Caroling, and New York. All of the above States arelocated within Indian Health Service, tribally oper-
ated hedlth carefacilitiesand Indian urban centersfor health careand referral services.

Risk Factorsfor HIV/AIDS Among American | ndiansand Alaska Natives

Among the AIDS cases reported among American Indian and Alaska Native adults and adol escents,
injection drug use was more of arisk factor for women than for men. Only 16% of the AIDS casesamong
adult and adolescent men could be attributed to either their own injection drug use or sex with aninjection
drug user, compared with 46% of the AIDS casesamong women. More of themale (47%) thanfemae
(35%) caseswere attributed to sexual contact with someonewho wasnot aninjecting drug user. Norisk
exposureinformation was submitted with the AIDS case reportsfor 6% of the men and 14% of the women.

Through December 31, 1999, dmost all (90%) pediatric AIDS casesamong American Indian and Alaska

Native children under the age of 13 were dueto perinatal (mother-to-infant) HIV transmission. Forty-eight
percent of these casesin children weredirectly related to injection drug use by oneof their parents, andin

about 26%, through sex with aninjection drug user. Other sexual contact (11%) and unspecified risk (3%)
accounted for the remaining cases among the mothers.



HIV/AIDS Mortality Among American I ndiansand Alaska Natives

Between 1987 and 1993, HIV -related death rates per 100,000 population were lower for American
Indiansand AlaskaNativesliving in Indian Health Service and triba hedlth care areas compared with the
overdl U.S. ratefor American Indiansand Alaska Nativesregardless of wherethey lived.

Findingsfrom the National Native American Al DS Case Management Network

Inlate 1993, the Indian Health Service AIDS drug assistance program was eliminated dueto thedecison to
mainstream the care of patientswith HIV/AIDS. Thisprevented bulk purchasing of expensivedrugsand
cessation of thelndian Health Service monitoring system. Inresponse, the National Native American AIDS
Case Management Network (NNAAPC) was developed. Anupdate on HIV/AIDS among American
Indiansand AlaskaNativesisprovided by individua programssuch asthe NNAAPC. Funded by HRSA,
theNNAAPC isafree-standing model of AIDS case management servicesfor HIV-infected American
Indians. Itisconsdered to haveimproved accessto awider range of services, to berelatively inexpensive
to operate, and to have increased collaboration and cooperation between various service providers. The
program provided traditiona healing and culturaly-specific programming aswell asreferra, emergency
client assistance, HIV prevention, education, counsaling, and social and psychologica support.

TheNNAAPC clientswereinfected predominately by sexual exposure; afew wereinfected through
injection drug use. The program devel oped astandardized intake processto collect dataonitsclientsand
presently has 11 sitesfunded throughout the United States. Asof September 1996, the national network
was serving 433 clientsrepresenting 82 tribes. The clientswere mostly male (80%) and included 343
American Indians, 19 AlaskaNatives, 62 native Hawaiians, and 4 Central or South American Indians. The
clients agesranged from 4 monthsto 60 years, and the mean age at entry was 33.8 years. TheaverageT-
cell count at intake was 323 and averageinterval between the date of diagnosiswith HIV infection and date
of entry into the program was 3.03 years. Most of the clientsrely on public funds (especially Medicaid), and
14.6% of clientshave private medica insurance. Themgority have multiple problemsin additionto ther
HIV/AIDS status. Most haveahistory of alcohol problems, amost half have drug abuse problems, more
than one-fourth have been homelessat some point in their lives, and about one-fifth have ahistory of mental
illness. Morethan one-fourth arereceiving mental health treatment at entry.

Findingsfrom the New Mexico Health Resources Center of New Mexico

The New Mexico Hea th Resources Center conducted a statewide survey of providersto determinethe
extent of the HIV/AIDS problemin New Mexico. HIV wasnot made areportable diseasein that state
until January 1998. New Mexico has 21 tribes, al differingintheir beliefs, attitudes, behaviors, and ap-
proachesto dealing with their community’ shealth. The Albuquerque Arealndian Health Service serves
64,242 Native Americans, providing managed care service sincethemid-1990s. It provideshedth careto
the Jicarillaand Mesca ero A paches and the Navajo communities of Alamo, Canoncito, and Ramah; the
Southern Ute Tribes; the Ute Mountain Ute Tribein southern Colorado, southern Utah; and 20 Pueblosin
New Mexico and Texas.

According to the Indian Health Servicein 1992, the HIV mortality ratesfor Indian Health Serviceareasin
New Mexico werelower than that of thetotal United Statesfor al races: 3.6% for the Albuquerque Area,
1.6% for the Navajo Area, and 2.2% for the Phoenix Area, compared with 12.6% overall inthe United
States. A survey of Native-specific and HIV-specific service ddlivery hedlth care and community based



sitesin New Mexico was conducted. Themagjority of cases have beenin the urban communities, which
consist of membersfrom tribesinside and outside New Mexico. OnceaNative American client isnear the
“end stage’ of AIDS, they may move hometo be near family for support, to receive carefroman Indian
Hedth Servicefacility if nearby, or to receive dternativetherapiesfrom their traditional healers. Because
some Native Americansbeievethat AIDSisa“whiteman’ sdisease,” Native Americans may be disowned
by their mothersor entirefamily, may moveto urban area, or may leavethe state.

Mde-to-mae sex (MSM) wastheleading cause of HIV transmissionin New Mexico among Native
Americans, withasgnificant rate of HIV transmission throughinjection drug use. Asof November 1997,
morethan half of New Mexico’ sAIDS cases were among whites (59.6%) and Hispanics (32.2%); only
4.1% were among blacks, 3.8% among Native Americans, and 0.3% among Asan/Pecific Idanders. In
New Mexico, 61 Native American AIDS caseswere reported, most from Bernalillo County (25 cases) and
the northwestern part of the state (21cases). Most (85.2%) weremale.

Of the Native American maleswith AIDS, the modes of exposurewere asfollows. menwho have sex with
men (57%), men who have sex with men and asoinject drugs (17%), injection drug use (16%), hetero-
sexual contact (3%), and hemophilia (2%0).

Of the Native American fema eswith AIDS, the modes of exposure were heterosexua contact (35%),
injection drug use (46%), and risk not specified (14%).

At diagnosis, 67.2% of the Native Americanswerenot living onareservation. From 1993 through 1997,
the primary mode of transmission for native Americansremained mal e-to-mal e sex, but the proportion of
native American cases attributed to injection drug use and heterosexua contact increased.



Epidemiology of HIV/AIDS Among Asiang/Pacific Islanders

IN 1999, therewas an average of 4.3 Asang/Pacific Idanders (A/P1) reported with AIDSfor every
100,000 A/PI population. Asiang/Pacific |danderscompriseasmaller proportion of AIDS casesthan any
other racial and ethnic group except American Indiang/AlaskaNatives. Asof December 31, 1999, there
wereatotal of 5,347 AIDS casesreported to CDC among Asiang/Pacific I anders. Reportsof AIDSin
the A/PI community included casesin 4,670 adult males, 629 adult females, and 48 children under age 13.
Among the Asan/Pacific |dander adults, sexua contact accounted for more of the adult AIDS casesamong
men (73%) than women (49%). Injection drug usewas more of arisk factor for women than for men.
About 5% of the AIDS cases among adult men and 17% among women were attributed to injection drug
use. Therisk exposure category wasnot reported or identified for 11% of the men and 18% of the women.

State/Local Data

Based on the 1990 census, stateswith the highest percentage of the Asian/Pacific Iander populationare
Hawaii (61.8%), Cdifornia(9.6%), Alaska(3.6%), lllinois (2.5%), Maryland (2.9%), New Jersey (3.5%),
New York (3.9%), Nevada (3.2%), Washington (4.3%), Virginia, (2.6%), Oregon (2.4%), and M assachu-
Setts (2.4%). Citieswithlarge Asan/Pecific Idander populationsinclude San Francisco (29.1%), Los
Angeles(9.8%), New York City (7.0%), Houston (4.1%), and Chicago (3.7%).

Los Angedesand San Francisco provided thefollowing dataon Asang/Pecific Idandersin their comprehen-
siveHIV prevention plansin 1995. TheLosAngdesHIV Prevention Community Planning Group reported
theaverageannua AlDSratesfor the period between 1985 and 1993 by specific Asan/Pacific Idander
ethnicities. Thehighest averageannua AlDSrate per 100,000 popul ation was among the Thais (12 per
100,000) and the Samoans (10 per 100,000). Theannual AIDSratewas 6 per 100,000 for the Filipinos,
5 per 100,000 for the Japanese, 4 per 100,000 for the Vietnamese, and 1 per 100,000 for the Chinese and
Koreans.

Asans/Peacific Idanders make up thelargest ethnic group in San Francisco and comprise 30% of thetotal
San Francisco city and county population with 39 distinct cultural and linguistic groups. Asof 1995, San
Francisco had an estimated 3% of all Asians/Pacific Idandersinthe United States, but 21% of thetotal
Asiang/Pacific Idanderswith AIDS. Between 1986 and 1988, the percent of Asians/Pacific Ianderswith
AIDSinthecity increased 224%. Between 1992 and 1993, the percent of Asian/Pacific |dander cases
increased 30%; thisrate of increase was higher than for any other racia/ethnic groupinthecity. Newly
diagnosed AIDS cases between 1990 and 1993 among men who had sex with men (M SM) and those who
were M SM who also injected drugsincreased 21.9%; thisrate of increase was higher than for any other
racia/ethnic group inthecity.

From 1990 to 1991, the San Francisco Department of Public Health conducted a separate study of HIV/
AIDSKnowledge, Attitudes, Beliefs, and Behavior among the Chinese, Japanese, Filipino, and Southeast
Adgan communitiesinthecity. Inthe Filipino community study, 80% of the respondents believed AIDSto
be one of the most important problemsfacing the Filipino community, yet 39% believed that Filipinoswere
lesslikely than other racial and ethnic groupsto contract AIDS. California’ scomprehensive HIV prevention
plan reported that Filipinosliving in San Francisco, New York, and Los Angeleshad the highest AIDS
incidenceamong al Asang/Peacific Idanders. The perception of low risk among Filipinos may have been
dueto thefact that morethan 75% of casesin their community occurred among men who had sex with men,
agroup that did not generdly residein neighborhoodswith high denstiesof Filipinos.



Implementing a Comprehensive and Effective Community Response
to HIV/AIDS in Communities of Color

UNDERLYING CAUSES OF HEALTH DISPARITIES

Racid and ethnic minority communitiesare among thefastest growing of al U.S. communities, yet African
Americans, Latinos, American Indiansand AlaskaNatives, and Asiansand Pacific Idandersin many
respects have poorer health than other communities and remain chronically underserved by the heath care
system. The concept of hedlth disparitieswas highlighted in the Department of Health and Human Service's
1985 Task Force Report on Black and Minority Health, which detail ed the widening disparities between
minoritiesand nonminoritiesin Sx hedth areas. cancer, cirrhos's, diabetes, homicide, unintentiona injuries,
and infant mortality. HIV/AIDSwasadded to thislist of disparitiesin 1987 based on the disproportionate
impact that the disease was having on racia and ethnic populations. Sincethen, the disparity in cases of
HIV/AIDSin racid/ethnic minority popul ations has continued towiden. Thissection of thisreport outlines
the underlying causes of these disparities.

Racia and ethnic disparitiesrelated to HIV/AIDS may be dueto avariety of influencesthat must be further
researched and documented before effective prevention, intervention, and trestment services can be planned
and implemented. Dataare needed on the effects of such factors as socioeconomic status, different cultural
heritages, socid structures, languages, nutrition, and other aspects of lifestylesand hedth behaviors. Infor-
mation aso isneeded on such issuesasimmigration status and length of residency to hel p determine access
to health care, etc.

Asdiscussed inthe Office of Minority Hedlth’ sreport to Congress, “ Foundation for Progress. Strengthening
thelnfrastructure,” for some hedlth indicators, “the hedl th status of low socioeconomic status (SES) groups
(inwhich minoritiestend to be over-represented) hasworsened. Differencesin accessibility, utilization,
quality of care, or benefitsderived from medical care arefactors contributing to inequality; however, an
increasein economicinequaity between SES groupsisthedriving force behind therisein hedth disparities.”

Socioeconomic differencesarelargely responsiblefor many disparitiesin health satusaong racid/ethnic
lines. Adjustment for socioeconomic status substantialy reducesbut doesnot eliminatetheseinequditiesin
health outcomes. Itisa soimportant to notethat in some areaswhereimprovement in health status has
occurred, therate of improvement for minoritiesdid not equal therate of improvement for nonminorities.
Thus, whilethe overal hedlth problemisbeing addressed, the gap in actua hedth statusisnot being closed.

Onereason for the persistence of racid differences, despite adjustmentsfor SESindicators, isthat the
commonly used SESindicatorsdo not fully capture the differencesin economic status between househol ds.
For example, wedlth-related racia differencesare much larger thanincome-related racia differences.
Another reasonisthefailure of most studiesto examinetherole of racism and health. Racism cantransform
socia status so that SESindicatorsare not equivalent acrossraces. Racism can restrict accessto public
education, hedlth care, housing, recreational facilities, and ahost of other services.

Whiletheimpact of HIV/AIDS and other diseasesin racid/ethnic minority communitiesmay be explained
somewhat by socioeconomic status, thelittle research that exists hasindicated that race and ethnicity are
important correlatesinthemsalves. For example, Kaufman and his colleagues analyzed datafromthe
longitudina component of the Nationa Hedlth Interview Survey to examine therel ationship betweenincome



and mortality in U.S. African Americansand whites. Theseresearchersfound that African Americansnot
only had higher mortdity ratesthan whitesat most incomelevels, but that they deriveless protection from
higher income.

Race/ethnicity isalso animportant independent correlate of accessto medical care. For example, re-
searchersfoundthat HIV-pogtive African Americanswerelesslikely than whitesto be given antiretrovira
drugs, including medication to prevent pneumonia. Only 58% of the digible African American patients
compared with 82% of igiblewhite patientsreceived drug therapy. Theseresearchersstudied 838
patientsfor 2 years. age, sex, mode of HIV transmission, type of insurance, income, education, or place of
residencedid not relateto the differencesin therapeutic regiment. The only documented differencewas
race. Minoritiesand IDU werelesslikely toreceive ZDV and pentamidine, even after controlling for ability

to pay.

Beyond thesefactors, some societa effortsto help communities, while meaningwell, may not alwaysbe
appropriate. For example, in someracial and ethnic groups, thereisatens on between society’ svalueon
individual empowerment and the group’ stradition which val uesthe cohesion and allegianceto thegroup. In
other cases, theissueisnot whether peopleat risk know or care about avoiding HIV infection, the disparity
is between what people know they need to do to avoid HIV infection and what resources are availableto
makethose choices.

Because HIV/AIDS among minoritiesis compounded by avariety of other factors, including poverty,
unemployment, educationa disadvantages, alcohol and substance abuse, and other hedlth problems (espe-
cidly tuberculosis), combating the problems of HIV/AIDSin communitiesof color will require morethan
hedlth resources. Housing, employment, and especially education are asimportant asmedical treatment,
sanitation, and good nutrition. For example, one study examined the relationship of education to death from
HIV-related conditionsin personswith AIDSwho were ages 25 to 64. Maeswith high school education
or lesswereamost twiceaslikely todieof HIV-related conditionsthan maeswith more education.
Femaleswith high school education or lesswere about 6 timesmorelikely todieof HIV-related conditions
than femal eswith more education.

In general, there are numerousfactorsthat have contributed to the continued disparitiesin hedlth status
between minoritiesand whites. Theseare not uniqueto AIDS, but must be addressed if HIV prevention
effortsareto be successful, if needed care and treatment will be accessible and utilized, and if research will
be conducted. Thefactorsinclude:

e abaccess-to-careissues, including cost, culture, language, infrastructure, data;
»  abdenia within thecommunity that HIV/AIDSisaproblem; and
» abgovernmenta inactionintermsof priority-setting, funding, and technica assstance.

Access to Care
Accessto hedlth careisthe mgor determining factor of health outcomes. Personswho do not have health
insurance or do not access hedlth care on aregular basis because of financia considerations, transportation

issues, cultural issues, etc., have health outcomesthat are dramaticaly different from thosewho do.

Numerous studies have shown that minoritiesarelesslikely to have health care coverage than whites, mainly
because of the cost of insurance and thelack of insurance coverage offered through theworkplace. Low-



incomefamiliesoften spend greater proportionsof their income on health care servicesthan whites. Lack
and cost of coverage often trandatesinto no services, other than in emergency roomsor during later stages
of anillness.

In addition, members of minority communitieswho do have health care coverage usethe hedlth care system
less often than non-minoritieswith health care coverage. Studiesindicate that up to one-half of blacksand
Higpanicsdid not visit aphysician in the past year, compared to only one-third of whites.

Culturd issuesdso play aroleinanindividud’ sdecision to seek hedlth care services. Inmany cultures,
especialy in minority populations, people go to the doctor only whenthey arevery sick, if eventhen. Many
individuasrely on family membersfor careand comfort and often see death asanatural part of life. This
often meansthat individuasmay not seek hedlth care, sinceillnessisaninevitable part of life. If they do
seek medicd care, cultura normsoften result in their not asking questions or minimizing their symptoms so
asnot to “burden” thedoctor. They may respond to aquestion with a*yes’ so they do not appear to
contradict an authority figure. Itisimportant to notethat cultureisnot smply determined by ethnicity or a
particular set of beliefs, norms, and values. Rather, it d soinvolveshistory, economics, and social and
politica status. Itisaffected by theindividua’slevel of acculturation and by thelevel and typesof interac-
tionanindividua haswith the dominant culture.

A key component of cultureislanguage, and languageisakey determinant of accessto care. Giventhe
severe under-representation of racia and ethnic minoritiesin the health professions, minority patients often
aretreated by adoctor who may not understand the patient’ s culture or language. A person who speaks
limited English may not be ableto navigate the complex hedlth care ddlivery systemin the United States,
they may decide not to seek preventative servicesand rely instead on the emergency room. Evenif they do
accessmedical care, they may find it difficult to understand themedical questionsbeing asked or theinstruc-
tionsfor taking medication or for treatment follow-up. Thescarcity of health care professionals serving
minority populationswho can understand the language or culture of that popul ation contributesto agap in
servicesthat, if not bridged, can compromiseapatient’scare. Clearly apatient will not belikely to return
for follow-up or participatein thediagnosisif he or sheisoffended when the health care provider asks
persond, athough medically necessary, questions or engagesin what the patient considersinappropriate.
All too frequently, janitors, secretaries, relatives, or other medically untrained individualsare asked to
providetrandation or interpretation services. Thisisinappropriate and violatestheleve of trust and respect
that is necessary between ahedlth care provider and a patient.

Theinfrastructure of the hedlth care delivery system d so affectsthe ability of minority individualsto access
care. Giventhehistoriclack of funding for health programsin genera in minority communities, the networks
necessary to ensure comprehensive, linguistically and culturaly appropriate HIV prevention, care, and
treatment services have not been established. The AIDS epidemic has added an additional and costly
burden onthe aready overburdened facilities, many of which were struggling to make ends meet beforethe
AIDScrisis. Minority communities continueto play “catch-up” intermsof obtaining funding for programs
and organizationa development.

Patientsmay bereferred to nonminority providers, but thismeansthat patients may haveto dea witha
medical staff that haslittle experience working with minority clientsor doesnot want to work with minority
clients. Suchfacilitiesoften arelocated in areas of town that are not convenient to minority patients, requir-
ing themto travel long distancesfor each visit. Since each visit may causethelossof aday’ swages,
patients must make choi ces based on what ismoreimportant, avisit to the doctor or money to pay for rent



or food for the children. Other concernsincludelimited hoursof clinic operation and waiting timesfor an
gppointment, both interms of scheduling the appointment and waitingin theoffice. Many minority patients
do not have* sick leave,” and too many tripsto the doctor can result intheloss of employment. Facilities
must be open early to accommodate those who need to go before work, open late to accommodate those
who can only go after work (for many thismeans after their second job), and on weekends, including
Sundays, to accommodate those who work 6- or 7-day work weeks.

For many individua swith multiple health problemsor difficult family situations, the range of servicesavail-
ableat aparticular location could determine whether or not they will access medical and other services. If a
person hasto go one place for family planning, another for prescription drugs, and yet another for blood
draws, their ability or willingnessto navigate and participatein the system may be diminished.

A compounding factor related to infrastructure isthe lack of data.on which to establish basalinesand sub-
objectivesfor determining if health improvement targetshave been met. Theinability to measureimprove-
ment may influence whether or not funders continueto provide support. Many funders, including thefedera
government, rely on evidence of proven need to determinewhether aprogramwill befunded. Organiza
tionsthat lack sufficient dataspecific to HIV/AIDSin racial/ethnic popul ations may not be ableto convince
fundersthat it isahealth problem that must be addressed in these communities. Further, thelack of accurate
dataon HIV/AIDSin minority populationsmay cause policy makersto makeinappropriate decisions,
resulting in anincreased burden of disease and death in these communities.

Racia and ethnic populationsremainina® Catch-22" situation when it comesto data, especialy at the state
and local levels, whereinformation ismost urgently needed for targeting resources. For much of theearly to
middle stages of the HIV/AIDS epidemic, only limited race-specific data (White/African American) were
collected and reported. Without data, it wasimpossiblefor other racial/ethnic populations (L atinos, Asian/
Pecific Idanders, American Indiang/AlaskaNatives) to document need within their communities. Since
these populations could not fully document need, they were unableto obtain funding for programs, including
datacollection. Thereliance of policy makersand funderson hard data, as opposed to anecdotal informa:
tion, resulted in thelack of needed attention to the health problems of racial and ethnic populations. Until
fairly recently, many stateswould not collect, report, analyze, or share datafor Latinosand their subpopula
tions, and few states, even today, report datafor any Asian subpopulations. Dataon Native Americansare
rarely, if ever, reported by tribe. Dataon African Americansarerarely, if ever, reported by country of birth
or origin. Thelack of datameansthat funders and organizations areforced to devel op programsthat are
not targeted to unique audiences. For example, programsare designed for Latinos, but not for Mexican
Americans, Puerto Ricans, or Salvadoreans. Moreimportantly, materials are not being devel oped for
gpecific at-risk groupswithin these populations (e.g., Korean MSM, Dominican IDU). Programsthat were
developed had to conform to the criteriaof thefunder. Since programsdid not have the data showing that
targeting was necessary, funding did not follow.

Becausea |l minoritieswere consdered to be dike, programstargeting multiple minoritieswerefunded
rather than programsthat targeted a subset of aspecific population (e.g., African American MSM or Puerto
RicanDU). It dso prevented epidemiol ogistsand, moreimportantly, the community from truly understand-
ing HIV’ simpact within aparticular race/ethnicity or culture. Since statisticswere not being collected on
subpopulations, researchers could not determinethat HIV was being transmitted differently within sub-

groups.



HIV/AIDS: Not aPriority

For many individualswith minority racia or ethnic backgrounds, AIDSisjust one of themyriad of issues
that they must deal with onadaily basis. Thiscomplicatesthe development of acommunity responseto the
epidemic. Issuessuch aspoverty, homel essness, substance abuse, unemployment, and ingtitutionaized
racism, sexism, or homophobiaall contributeto keeping the AIDS epidemic from recelving an appropriate
leve of attentionwithin minority communities. Despitethe statistics, many membersof minority groupsstill
view AIDS asagay white male disease, ignoring the fact that those most affected by HIV are part of their
own community. Thisdenid isoften based on religiousbeliefsor cultura normswhich dictatethat matters
related to sexua activity or drug use not be discussed publicly or openly. Denial dterstheway AIDSis
viewed by minoritiesand affectsthe success of local prevention and treatment efforts. It asolimitsthe
national responseto the epidemic, with many national minority organizationstill not including HIV/AIDSIn
their agendas. AIDSisjust one moreissueon an aready full plate.

The past and present effect of “mistrust of government” at all levelsmust not be overlooked. Thismistrust,
based on knowledge of past events (the Tuskegee study of untreated syphilis, forced sterilizations of women
in Puerto Rico), experiences (immigration from acountry where government isusualy associated with civil
war and/or repression, immigrant bashing by elected officials), or fear (e.g., of deportationif apersonwere
to access services) meant that many people of color often chose no treatment over bad treatment. Even
today, opinion polls continueto show that many membersof minority communitiesbelievethat AIDSwas
created by the U.S. government asaway to diminateracial and ethnic minorities.

Governmental | naction

Another factor which contributed to the disproportionate impact of HIV/AIDSonracia and ethnic minority
populationswasthe early inaction on the part of thefedera, sate, and loca governmentsin providing funds
for prevention programs specifically targeted to racia and ethnic communities. Thisdelay in action haslead
many people of color to question thereason for thelack of funding, often ascribing it to racism or toaview
that “the government” haslong considered homosexuals, drug users, and racid and ethnic minorities, as
“expendable.”

Additiondly, many minority individual s are concerned by thelack of HIV/AIDSmateria inlanguagesthey
understand best, afactor that could be contributing to poor health outcomesin some minority populations.
For example, while most—but not al-L atinos are able to speak Spanish, there are numerous dial ects of
Spanish. The Spanishword for condom in Puerto Ricoisdifferent from that usedin Peru. Thesameistrue
for themany Asian languages, Native American tribal languages, and even African and Caribbean lan-
guages. Using the correct wordsand colloquia sayingsisimportant for message ddlivery and understand-
ing. In many instances, materia isdeveloped in English and smply trand ated into another language, thus
ignoring theimportant cultural nuances of language and word choice. Yet funding rarely isadequateto
produce materialsin morethan onelanguage, and materia sfor subpopul ations are amost nonexistent.
Materialsalso should be produced at the appropriate reading level for thetarget audience, and materialsfor
thosewho cannot read at all are needed aswell.

Another fundingissueistheimposition of restrictionsonthe use of funds. Behaviora research has shown
that messagesthe audience can identify with arethe most effective, yet content guidelinesfor federaly



funded prevention materials havelong been decried by community groupsasrestricting their ability to be
frank, honest, and open in their communi cations with specific target audiences, including those hardest hit by
theepidemic. For example, materia devel oped very specificaly for young gay men using language they
understand and identify with could be misconstrued as* directly or indirectly promoting homosexua sexud
behavior” and would not be digiblefor federa funding.

Legal prohibitionsaso prevent federa fundsfrom being used to support syringe exchange programs despite
extensve scientific evidencethat such programs can help prevent the spread of HIV infection without
promoting drug use. Given that morethan 50% of al new HIV infectionsaredirectly or indirectly related to
injection drug use, many minority communitiesview theinaction of the government onthisissueaslimiting
their ability to usean effective preventionintervention intheir communities.

Conclusion

Itisclear that the hedlth disparitiesthat exist between racia/ethnic populationsin the United Statesare
based on morethan just socioeconomic status. While socioeconomic status may affect accessto care, it
does not necessarily affect the quality of care. Other issues, such asdenial of the problem, homophobia,
racism, ingtitutiona barriersrelated to culture and language, and governmentd inaction, have a so placed—
and continueto place-formidabl e obstaclesin the path of adequately funding and implementing successful
prevention programs, services, and research efforts.



Implementing a Comprehensive and Effective Community Response
to HIV/AIDS in Communities of Color

COMPONENTS OF AN EFFECTIVE AND COMPREHENSIVE
COMMUNITY RESPONSE TO HIV/AIDS

A substantia body of research indicatesthat the quality of HIV/AIDSrelated servicesishighly variable by
region of the country, city, and community. Practicesin HIV prevention education, HIV counsdling and
testing, initiation and maintenance of anti-retroviral therapy, support services, datacollection and evauation
rangefrom minimal to extensve among different communitiesand even within communities. Despite consid-
erable data suggesting best practicesin many of these areas, few standardsof HIV prevention and care
have been set. Asaresult, thequality of HIV servicesvariesaccording to local economics, politics, and
community involvement. Not surprisingly, communitiesof color, which aso tend to be communitieswith
modest economic means, limited political power, and impaired infrastructure for mobilization, have not had
theability to mount an effective responseto HIV/AIDS. Moreover, without national ly recognized standards
of HIV prevention and care, accountability at theloca and nationd levelsislacking.

Cross-Cutting Issues

Strategiesto address complex public health problems such asHIV and AIDS should recognize theimpor-
tant rolethat communitiesplay in preventing the spread of diseases. Community members bring knowledge
about the community’ sculture, social norms, and networks, al of which can be used to better define health
problemsand to devise solutionsto them. Theimportance of community-based programsfor improving
hedlth isoutlined inHealthy People 2000. Community-based programsareincreasingly comprehensivein
taking a positive approach to health and well-being through planned, coordinated, and ongoing efforts. In
theareaof HIV/AIDS prevention and treatment, thereis strong support for, and appreciation of the benefits
of, working in partnership with communitiesto promote heal thy behaviorsand to reducerisk factors associ-
atedwith HIV transmission. For example, the premise underlying community planning asthemainvehicle
for planning preventive services at thelocd level isthecritica role of thecommunity inHIV prevention.
Still, there are many challenges associated with government and community partnerships.

One such chalengeisdefining what congtitutesthe community. Whilethe notion of community isacomplex
and changing one, there are severa aspectsof community that are shared acrossadiversity of perspectives.
Communities, at some point in their development, emerge out of geographical and socid relatedness. Even
ascommunitiesevolve and people dispersefrom their origina location, original community memberswho
have moved away continue to maintain asense of emotional connectednessto the place and peopl e that
formed thebasisof earlier socid relationships. Communities are also distinguished by shared interestsand
experiences. Inthisregard, communities may beformed around ethnicity, culture, occupation, sense of
purpose, and common identity.

For purposesof HIV prevention, acommunity may be defined intermsof (1) individualsand groupsthat
areaffected, or likely to be affected, by the problem of HIV/AIDS, and (2) those who may benefit from
actionsthat are devel oped to control or ameliorateitseffects.

Another chalengeof partnering with communitiesisestablishing relationshipsof trust. The problem of
mistrust between government and community isespecialy striking in communitiesof color. Thesecommuni-



tieshave historiesthat involvediscrimination through research and treatment delivery. Examplessuch asthe
Tuskegee Syphilis Study in African Americans, infertility research among Puerto Ricans, nuclear wegpons
testinginthehomelandsof Pacific |dander Americans, and abusesand denia of treatment for Native
American Indianshelp explain the numerous expressions of mistrust of government-supported effortsto
study and treat diseasesin these communities. A magjor feature of past injusticesin health research and
treatment serviceshasbeen alack of recognition for theleadershiprolethat these communitiesmust havein
devel oping and maintai ning government-community partnerships. Imbaancesin power and inequitiesinthe
sharing of control have undermined the government’ sability to see communities as powerful agentsin
determining their health outcomes, thusleading to fedlings of resentment, anger, and distrust among those
who could potentially benefit from such partnerships.

Community empowerment research and intervention gpproaches aim to reversethistendency by promoting
the participation of communitiesin actively generating strategies and solutionsto the health problems affect-
ing their members. Thegoa of community empowerment isto increase community competencein defining
problemsand identifying resourcesto solvethose problems. Effortsarefocused on creating social changes
(inorganizations, ingtitutions, and socia networks), thereby impacting programs, policies, and practicesthat
influenceindividua behavior and health outcomes.

Community Assets

With thegoal of empowering communitiesfor health promotion, John McKnight and his colleagues (1993)
focusonidentifying, assessing, and building upon existing assetsin communities. Community assetscan be
described astheskills, taents, and resources bel onging to and generating from individua's, associations, and
ingtitutions. For McKnight and others, the beginning point in partnering with communitiesto deliver preven-
tion and trestment servicesisidentifying acommunity’ scapacity. Communitiesdiffer inthedegreetowhich
they havethe ability to devise, implement, and eval uate prevention and health promotion strategies. A
capacity assessment focuses attention on the assets of individuals, associations, and ingtitutions by soliciting
information about the resources the community hasto build rel ationshipsthat can be used to defineand
solvetheir problems.

An assessment of the capacity of individua s should try to reach asmany members of the community as
possibleto learn more about their skillsthat can benefit the community, what skillsthey believe aretheir
best, and whether they have had experience working with community associations.

* Anassessment of the capacity of associations should begin by looking inlocal papers, and talking to
key opinion |leaders and gatekeepersto find out what associations currently exist inthecommunity. This
includesfinding out what the associations currently do for the community, for instance, aninventory of
specific services offered by community-based organizations. Next, the assessment should try to find out
what the associations might potentially do for the community and their interest in and commitment to
working with other organizations.

* Anassessment of ingtitutional capacity should consider other assetsthat theinstitution could contribute
rather than thegod of theingtitution (e.g., improving the health of the community in the case of ahospi-
tal). For instance, acollegemight haveapolitica science department that could lend student and faculty
expertiseto develop petitionsand | ettersfor the purpose of improving the safety of its neighborhood.



* A capacity assessment isdistinct from aneeds assessment becauseit focuses on strengthsrather than
deficiencies. Needs assessments begin with the premisethat communities have deficitsthat need to be
remediesthrough interventions by outsders. Conversely, capacity assessments start with the assump-
tion that communities have talents and capacitiesthat can be drawn upon to define and solve problems.

Basiclssuesin Community Participation

Inclusonisthe coreissuefor building community partnershipsin HIV prevention and trestment. Who
should be included? How and when arethey included? Do the decision-makersinclude the peoplewho
are affected by the consequences of the decisionsand how much weight do they carry when decisonsare
being made? Who will be held responsiblefor the consequences of decisions?

Inclusion means establishing ddliberate and explicit mechanismsfor enabling thefull participation of those
that areaffected. Inclusonmeans “grassroots’ involvement to the extent possible, for the people most
affected, either directly or indirectly. 1t meansmaking theeffort to includeindividualsand various|ocal
organizations (like block clubsand loca school councils) whose organizing methodsinclude door-to-door
contact, involvement of people beyond their own membership, provisionsfor * bottom up” planning and
decision-making, and creation of indigenous|eadership. Personsat the grassrootsleve, inthiscontext, are
peoplewho do not work for organizationsthat deliver servicesor conduct research.

Collaboration and Partner ship

Collaborationisashared decis on-making, where al those affected participate in making decisions, and all
partiesarewilling to contributetheir resourcesto benefit the partnership.

Collaboration isnot aconsultative process where opinions are sought from one group, but decisonsare
made by another; nor isit negotiation where partieswith unequal resourcesusewin-lose strategiesto
protect their interests. True collaboration entailssharing risks, responsibilities, resources, and rewardsand
includes shared and bal anced investment, respongbility, liability, goa's, expectations, and benefits. Collabo-
ration requires partnershipsamong policymakers, funders, researchers, eva uators, communities, families,
andindividuds.

Theresourcesfor partnership must be adequate to support the activitiesand infrastructure necessary to
build and sustain the relationship. Fundersmust be sensitiveto the actual costsof participation and the
ability of communitiesto sharethose costs. Some communities, especialy highly educated middleand
upper classcommunities, can draw on significant, well-established, diverseresourcesthat canfacilitatetheir
involvement inddivering HIV preventiveinterventionsand treatment servicesor can help them mobilizeand
take effective actionif they believethat they arebeing harmed. Conversaly, in communitieswherebasic
resourcesarelacking, infrastructureisinadequate, information isunavailable or unreiable, and day-to-day
surviva consumesthe limited resourcesthat people have, community members must bal ance the demands of
ahedth promotion partnership againgt al the other demandsin their lives. Poor communitiesarethe most
vulnerableto exploitation by researchers, and thus stand to benefit the most from inclusion asequal partners
intheresearch process. But acommunity cannot be an equal partner if it issolely dependent on the govern-
ment for the resources needed to act asapartner. Therefore, resources must be availableto the community
to build its capacity for effective partnering with government.



Trug

Tobuild trust, communities need to experience direct benefit from their rel ationshi pswith government and to
know that individualsand ingtitutions are held accountablefor their actions. These aspectsare often compli-
cated by lega and ethica issues such asconfidentiality, contractual relationships, and proprietary interests.
However complex, they need to be spelled out so that communities are assured that they havefull accessto
hedlth-related information and treatment.

In order to function astrue partnersin health promotion and disease prevention, communities need educa-
tion and training on pertinent health issues, research processes, and research optionsfor identifying and
resolving particular problems. Individuaswant full disclosure of information related to hedlth issuesand
researchintheir communities expressed in language that they can understand, and they want sufficient time
and opportunity to review and understand complex information. They do not want informationto be
presented inamanner that impliesthat it has been selectively edited for alessintelligent (asopposedtoa
less educated) audience.

Studies have shown that one of the pathwaysto receiving servicesisthrough clergy and other representa
tivesof thefaith community. Despitethe advancesinthetreatment of HIV/AIDSillness, often timesfaith
communitiesare not aware of them. Those communitiesare often overwhelmed and ill prepared to address
HIV/AIDS, menta health, and socia support services.

Relevant vehiclesareneeded to explore improving HIV/AIDSeducation by strengthening thelinkages
between the health and faith communities. Thesevehiclescan assist inidentifying the appropriaterole of the
federa and state government in the promotion of HIV/AIDS prevention and servicesutilization withinfaith
communities

Theimportance of collaboration between the menta health and faith communities cannot be over-empha-
Szed. Thiscritica linkage between thesetwo partnersin healing canlead to apositiveimpactin three
areas. Specificaly, collaborativeintervention could lead to (1) anincreasein the use of community support
programs,; (2) anincreasein the proportion of peoplewith HIV/AIDSwho obtain treatment and prevention
sarvices, and (3) anincreasein the proportion of personswho seek helpin coping with personal and
emotional disorder associated with HIV/AIDS.

Thefaith community hasalong, rich and proud history of taking care of itsown. Becausefaithtraditionsare
central tothelivesof individuals, it must also be central to how careis provided to thosewith HIV/AIDS.
Ongoing collaborative efforts could assi st in overcoming the barriersthat too often exist for people seeking
health and socia support servicesin the context of thefaith community. For communities, somebarriers
include (1) lack of awareness about advancesin thetreatment of HIV/AIDS; and (2) asense of being
overwhelmed and ill prepared to addressthe medical aspectsof the mental illness. For affected persons,
somebarriersare (1) lack of knowledge about existing services, (2) language barriers between the affected
persons and the respective clergy; (3) lack of awareness about appropriate treatment programs; and (4)

fear that family and friendswill judge them harshly, viewing theillness as spiritua weakness or theresult of
an.

Confidentiality M ust Remain Paramount

Confidentidity isoneof thefoundationsof CDC programs, and it must be arequirement under any program
enacted. Bresking trust withindividuasand communitiesishighly detrimental to HIV prevention programs



and canleadtoillegd discrimination. Itisessentia that confidentiaity protectionsbeincluded asaprovison
of any HIV-related prevention activity.

Program Components
Surveillance

All 50 states, the District of Columbia, U.S. dependencies and possessions, and independent nationsin free
association with the United Statesreport AIDS casesto CDC using auniform surveillance case definition
and casereport form. These case reportsdo not include namesor other identifying information, but do
include demographic information (patient’ sdate of birth, sex, and race/ethnicity) and asmuch information as
possiblerelated to their disease status (A1DS-defining conditions, date of diagnosis, HIV exposurerisk,
vita status, etc.). Although information on mode of HIV exposureisnot required to transmit acase report
to CDC, collection of risk information isvery important.

Although compl eteness of reporting of diagnosed AIDS casesto state and local hedlth departmentsvaries
by geographic region and patient population, studies conducted by state and local health departments
indicatethat reporting of AIDS casesin most areas of the United Statesis more than 85% complete. In
addition, multiple routes of exposure, opportunistic diseases diagnosed after theinitial AIDS case report
was submitted to CDC, and vital status may not be determined or reported for all cases. However, among
personsreported with AIDS, reporting of deathsis estimated to be more than 90% compl ete.

Until recently, surveillance of AIDS casesprovided areliable picture of trendsin the HIV epidemic. Before
highly effective treatmentswere avail able, researchers could take into account the time between HIV
infection and progression to AIDS and estimate where and how many new infectionswere occurring based
on observed cases of disease. Today, trendsin AIDS cases and deaths may provide aval uable measure of
groupsfor whom highly effectivetreatment isnot available or has not succeeded. However, they no longer
tell usenough about where and how many new infectionsare occurring—nformation critical for addressing
theincreasing need for prevention and treatment services. Todlow theU.S. totarget programsand re-
sources most effectively, we must be ableto keep pace with wherethe epidemicisgoing. Thismeanswe
need to improve our ability to track early HIV infections, before they progressto AIDS.

Asof December 1999, only 32 states send datato CDC on al confidentially reported cases of HIV
infection. Two additiona statesreport only casesof HIV infection among children under the age of 13, and
one state reports casesonly for children under the age of 6.

National Behavioral Surveillance and Risk Factor s Studies

Behaviora survelllance and determinantsresearch serve asan * early warning system” for the epidemic.
They identify changing trendsin behaviora risk and provide anin-depth understanding of population charac-
teristicsof thoseat risk. Examplesof such research include the ongoing monitoring of risk behaviorsamong
youth through various national surveys, research describing psycho-social and cultura characteristics of at-
risk populations, and studies describing risk behaviorsand their psycho-socid and environmental determi-
nants.



Currently, there are severd nationa studiesthat provide epidemiologic information on HIV/AIDSrisk
factors. Theseincludethe Youth Risk Behavior Surveillance System, the College Health Risk Behavior
Survey, and the Behaviora Risk Factor Surveillance System. The Youth Risk Behavior Survelllance System
(YRBS) isanationa school based survey that isconducted biennially. The YRBS collectsdatafroma
nationally representative sample of high school students on sexua behaviorsthat contributeto unintended
pregnancy, HIV infection, and other sexually transmitted diseases. The Behaviora Risk Factor Surveillance
System (BRFSS) is state-based and currently activein al 50 states. All participating statesin the BRFSS
collect dataon HIV knowledge, attitudes and testing. The optiona section contains questions on persona
sexua behavior which some states may e ect not to includein their data collection efforts.

National, Stateand Community Dataon HIV/AIDS by Race/Ethnicity

The CDC and Council of State and Territorial Epidemiologists have devel oped * Suggested Guidelinesfor
Developing an Epidemiologic Profilefor HIV Prevention Community Planning.” These Guiddinesnote:
“Although race and ethnicity are not risk factorsfor HIV transmission, they are markersfor complex
underlying social, economic, and cultural factorsthat affect persona behavior and hedth.” The Guiddines
recommend that the epidemiologic profilein each HIV prevention plan further characterizeracial and ethnic
groups such asthe Asian/Pecific I ander population by origin (e.g., Chinese, Filipino, Japanese, Korean,
Pacific Idander, etc.). However, such dataarenot readily available. Noting the need to collect valid
information from smaller populations such as Asan/Pecific Idanders, the Guidelinesa so advise the collec-
tion of both quantitativeand qualitative data. Qualitative datacollection efforts includefocusgroups, key
informant interviews, service provider surveys, community forums, and public hearings.

Behavioral Research

Nearly two decades of planning, implementing, and evaluating effortsto semthe HIV epidemicinthe
United States have clearly shown that preventing HIV infection depends not only upon studying and imple-
menting biomedicd interventionsto thwart the virus, but even more upon influencing millionsof individuasin
diverse popul ationsto adopt or maintain safe behaviors. |mproving the scientific basisfor understanding the
virusand influencing behavior changeiscritica to the planning, implementation, and eva uation of prevention
programs.

TheHIV epidemicinthe United Statesisnot static, but is made up of multiple subepidemicsthat are
congtantly evolving and intertwined with other sgnificant socia problems, such as poverty, home essness,
and substance abuse. Early inthe AIDS epidemic, the primary risk group for AIDSwas men who have sex
with men. Today, the changing profile of HIV/AIDS high-risk groupsto people of color and women and an
increasein theimportance of injection drug use and heterosexual contact astransmission modessuggest a
need for refocusing policy, prevention, and intervention efforts.

HIV policy inthe past hasemphasized individua risk behaviorsand individua respongbility for behaviora
change. However, behaviors often occur in combination, and socia contextscan provideor limit persona
choices. For example, many injecting drug users have acombination of HIV risk exposuresincluding
multiple sex partners and unprotected sex aswell assharing syringesand “works.” Migrant farmworkers
areexposed to avariety of infectious diseases, but have problems accessing health care because of their
geographic mohility. Socia factorsthat limit personal choice might include culturd attitudesabout discussing
sexud and other personal matters, alack of economic resourcesfor testing and health care, and personal
relationshipsthat are not conduciveto one partner’ sasking for condom use or exchanging HIV risk-related
informetion.



A thorough understanding of cultural factorsthat may influencerisk in each populaionisessentia for
planning and implementing effective prevention programs. Armed with thisknowledge, ingtitutionsaremore
likely to succeed at changing attitudes, teaching skills, and providing resourcesto foster behavioral change
toreduceHIV transmission.

Prevention Science Research

In responseto the 1996 Report of the NIH AIDS Research Program Evaluation Task Force, NIH asked its
Office of AIDS Research (OAR) to develop acoordinated and comprehensive HIV Prevention Science
Agendathat includesand combinesbiomedical, behaviora and socia interventions. Inresponse OAR
established the HIV Prevention Science Working Group (PSWG), which consists of 15 academic research-
ers, public hedlth scientists, and community representatives. Thisgroup asoincludesliaison membersfrom
the Centersfor Disease Control and Prevention (CDC) and the Department of Veterans Affairs(VA). The
NIH prevention science agenda, as devel oped with the advice of the PSWG, isinformed by anumber of
principles. Theagendaamsto:

. Be comprehensive and multi-disciplinary (biomedica and behaviora/socia science);
. Bedriven by epidemiology and the state of scientific knowledge;

. Simultaneoudy consider population, mode of transmission, and socid level targeted;
. Include both basic and intervention research;

. Focuson primary prevention; but al so address secondary prevention; and

. Beboth domestic and international initsorientation.

Withinthisframework, ongoing prevention scienceareasinclude:

. risk factorsand mechanismsof HIV transmission,

. interventionto reduceHIV transmission,

. biological and behaviord factorsthat influence HIV disease progression; and
. negative psychosocial consequencesof HIV infection.

Prevention Programs

Thedynamicsof theHIV epidemic aredifferent for each affected population. The differencesand dispari-
tiesthat exist within communitiesof color clearly indicatethat aswe enter the new millennium, the grestest
chalengefor HIV prevention effortsisin addressing the digparitiesthat exist within communitiesof color.

Sugtained, comprehensive HIV prevention efforts began in the United Statesin the 1980s. Those efforts
have made asignificant impact onthe overal stabilization of the epidemic. However, thesameleve of
success has not been achieved among communitiesof color. Forty thousand new infections occur annualy—
and avail able dataindicate that most are occurring among people of color. These statisticsaredisturbing.
Still, scientific evidence showsthat prevention programswork and remain the best and most cost-effective
approach for controlling the HIV/AIDS epidemic and saving lives.

Essential Elementsof ComprehensiveHIV Prevention Programs. Comprehensive HIV prevention
programs should be based on severa key principlesand include anumber of essential activities. Theseare

highlighted below.



. A community planning processensuresthat effortsare directed to communities at greatest risk.
. Epidemiologic and behavior al surveillanceisnecessary to effectively guide prevention efforts.

. Voluntary HIV counsdling, testing, referral, and partner counseling provide apathway to
needed prevention and treatment services.

. Health education and risk-reduction activities, including individua-, group-, and community-
level programs, providethe skillsand support necessary for reducing risks.

. Accessiblediagnosisand treatment of other sexually transmitted diseases can decrease the
risk of HIV transmission.

. School-based prevention effortsfor youth provide young peoplethe skillsand support they
need to keep frominitiating risky behaviorsand to adopt healthy ones.

. Publicinfor mation programsensurethat knowledge and awareness of how to prevent HIV
remanhigh.

. Trainingand quality assur ance provide thoseimplementing programs needed sKills.

. Laboratory support isneeded to keep pace with diagnostic and testing servicesand related
research efforts.

. HIV prevention capacity-building activities support organizationsin expanding their abilitiesto
implement effective programs.

. An HIV prevention technical assistance assessment and plan ensuresthat programskeep
pacewith prevention technologies.

. Evaluation of major program activities, inter ventions, and services ensuresthat prevention
effortsareeffective.

Severd of theseessentid e ementsare discussed morefully inthefollowing section:

HIV Prevention Community Planning

Thegod of HIV Prevention Community Planning, now initsseventh year, istoimprove the effectiveness of
HIV prevention programs by strengthening the scientific basisand targeting of preventioninterventions. In
partnership, representatives of affected populations, epidemiologists, behaviord scientists, HIV/AIDS
prevention service providers, health department staff, and othersanayzethe course of the epidemicintheir
jurisdiction, determinetheir priority prevention needs, and identify HIV prevention interventionsto meet
those needs. Community planning groupsare responsiblefor devel oping comprehensive HIV prevention
plansthat aredirectly responsiveto the epidemicsin their jurisdictions. The community planning process
representsasignificant paradigm shift, in that theidentification of high-priority prevention needsisshared
between the hedl th department administering HIV prevention funds and representatives of the communities
for whomthe servicesareintended.



A 1999review of 61 state and local health department applicationsfor federa prevention funds (which are
based onthe priorities established by community planning groups) indicated that 49 hedlth departments
identified men who have sex with men (MSM) asapriority population; 8 health departmentsidentified
MSM/IDU; 47 health departmentsidentified substance abuse/I DUS,; 45 identified women; 42 identified
youth/young adults, and 38 specifically identified personsof color aspriority populations. (Note: racia/
ethnic minority populations aso areincluded in the categories of MSM, women, and youth.) Sincethe
implementation of community planning, ashift inthe alocation of resourceshas occurred. For example, the
fundsallocated to health education and risk-reduction activitiesincreased from 23% of thetotal 1993 award
to 39% of thetotal 1999 award. Thefundsthat health departments allocated over thelast two years to
support community-based organizations and other non-governmental prevention efforts have been kept at
theleve of 37% of theaward amounts. 1n comparison with health department prioritiesbefore HIV
prevention community planning (1993 and earlier) thefollowing populationsreceived increased priority for
HIV preventioninterventions after the advent of theinitiative (January, 1994): men of color who have sex
with men, women, women who are sex partnersof IDUs, youth out of school, and racia/ethnic minorities.

Accessto Voluntary HIV Counseling. Testing. and Partner CounselinglsCritical

\oluntary HIV testing isan important part of comprehensive HIV prevention programs. However, testing
alonewill not result in behavior change, nor will it prevent transmisson—sexual, drug-related, or perinatal .
To have achance of preventing HIV transmission and ensuring that necessary servicesand care are pro-
videdtoinfected individuas, thefocusof HIV testing must be on counsdling. Voluntary, rather than manda-
tory, HIV testing isrecommended becauseit fostersthe devel opment of trust between patientsand hedlth
careproviders. A trusting atmospherefacilitates better understanding of what thetest meansfor patients,
their partners, and their familiesand hel psensure that they arelinked to needed servicesand care.

Anonymous HIV testing should be availableto increase optionsfor individual s seeking to learn their HIV
datus. Inthisageof effectivetreatment, it isincreasingly important for peopleto know their HIV status.
Recent studies show that diminating the availability of anonymousHIV testing serviceshasadeterrent effect
on some peopl€ swillingnessto comeforward for testing. People with legitimate concerns about discrimi-
nation or peoplewho areunfamiliar with or distrust the public health system are able to gain accessto the
system through anonymoustesting and subsequently receivereferralsfor needed treatment, care, or preven-
tion services. Partner counseling aso can be provided following anonymoustesting, if requested.

Partner counseling. CDC considersvoluntary, confidential notification of potentially exposed partnersto

be an essential component of acomprehensive HIV prevention program. Partner counselingisaprimary

prevention servicewith thefollowing objectives.

. To provide prevention information to peoplewho are at very high risk of becoming HIV infected,
but who may be unaware of or misunderstand their risks

. Toassst theseindividualsin obtaining HIV prevention counseling and voluntary testing, and referral

. To provide accessto partnerswho are aready infected to prevention and treatment servicesthat
canimprovether heath and quality of life

Partner counseling services can be provided in both anonymous and confidential testing Sites. For areas
lacking the resourcesto perform partner counseling servicesthemselves, CDC recommendsthey provide
the necessary training for conducting these servicesto physiciansor hospitasthat do HIV counseling and
teding.



Reaching HIV-Infected I ndividualsand L inking Them with Careand Treatment Serviceslsa
Priority

Theavailability of effectivedrug therapies makesit moreimportant than ever for HIV-infected personsto
know their serostatus. Early recognition of their infection allows patientsto consider trestment optionsthat
will keep them healthy longer and protect the quality of their lives. 1t also alowsthemto take stepsto
prevent transmitting thevirusto others.

Comprehensive Efforts AreNeeded for Reducing Drug-related Behaviors

Itisevident that drug useisexacerbating the spread of HIV throughout communitiesof color, particularly
among African Americansand Latinos. Inaddition to thedirect impact of injection drug use, many people
arebeinginfected through heterosexua contact with adrug-using partner or by having sex in exchangefor
money or drugs. Seroprevaence studies conducted in STD clinicsand drug treatment centers continueto
demonstrate the combined impact of STDsand drug use. Studiesof HIV prevalenceamong patientsin
drug treatment centers and among childbearing women demonstrate that the heterosexua spread of HIV in
women closaly paralelsthe spread of HIV among injection drug users. Thehighest prevalenceratein both
groups has been observed a ong the East Coast and in the South.

Preventing the spread of HIV requiresawide range of approaches, including programsto prevent initiation
of drug use, to provide high quality substance abusetreatment optionsto drug users, to provide outreach
servicesto drug usersand their sex partners, to provide prevention servicesin jailsand prisons, and to
educatethose at risk about preventive options. Prevention messagesfor drug usersa so must addressthe
risksof sexud transmission, including therole and impact of other sexually transmitted di seases.

Substance abuse prevention and treatment programs are the key to lowing the spread of HIV inthis
population, and effortsin thisareamust beincreased and strengthened nationwide. To further minimizethe
risk of HIV transmission, IDUswho continueto inject must have accessto interventionsthat can help them
protect their health. They must be advised to always use sterile injection equipment; warned never to reuse
needles, syringes, and other injection equipment; and informed that using Syringesthat have been cleaned
with bleach or other disinfectant isnot as safe asusing new, sterile syringes. Drug usersnot only need
accessto thisinformation, but also the skills and support necessary for them to adopt and maintain safer
behaviors.

Increasing syringe availability asa prevention strategy. Toreducetherisk of HIV transmission through
needl e sharing, prevention strategiesfor IDUswho continueto inject drugs haveincluded various ap-
proachesto increasing the availability of sterile syringes. In somecommunities, drug parapherndialaws
have been modified to exclude syringes, syringe prescription laws have been repea ed, and pharmacy
regulations and practice guidelinesrestricting the sal e of sterile syringes have been changed. In other
communities, syringe exchange programs have been established and are contributing to reductionsin HIV
transmission among drug userswithout encouraging theuseof illegd drugs. Syringe exchange programs
should aso providedrug userswith risk-reduction education and referral sto drug counseling and treatment
and other medical services.

Having accessto sterileinjection equipment isimportant, but it isnot enough. Better integration of al
prevention and treatment services, including thosefor STDs and substance abusg, iscritically needed. Itis
important to notethat federa funds cannot be used to fund any type of syringe exchange programs.



HIV infection associated with substance abuse and resulting medica and health consequenceshave been
reported among avariety of populationsincluding African Americans, Latinos, Native Americans, and ASan
and Pacific Idanders. Among minorities, young adolescents and women (particularly when using drugs
during pregnancy) and men who have sex with men (dueto methamphetamine abuse) are of greater concern
for hedlth care providersand policy makers. There appear significant disparitieswith regard to the access
toand utilization of hedlth care by the affected populations. The Department (CDC, HRSA, NIH/NIDA,
and others) will need to support additional studiesof (1) the epidemiology of drug useand HIV/AIDS and
the nature and scope of their co-occurrences, correlates, and consequences,; (2) linkages between drug use
and HIV risk-taking; (3) interventionsto prevent, reduce, or treat drug-related and HIV risk behaviorsand
associated medical and health consequences, (4) methodology to improve prevailing research paradigmsfor
measuring, collecting dataon, and anayzing drug use- and HIV -related behaviors among various minority
populations and others; and (5) design and devel opment of appropriateinterventions (prevention and
treatment- behaviora and pharmacotherapeutic).

Before successful interventions can be launched, research isneeded to determine theincidence, prevalence,
and underlying pathophysiology of medica and health consequencesassociated with HIV infectionand
substance abuse among minorities. A number of intervention initiatives (prevention and trestment, some-
timesinseparable) followed by recommendationsare briefly summarized below. 1t should be emphasized
that thefollowing activities and research be conducted among minority populationssuch as African Ameri-
cans, Hispanics, Native Americans, and othersin mind, and mention of these populations may not be
repeated in al the descriptions.

Epidemiologic Research on Drug-Related HIV/AIDSin Minorities. The NIH supports several pro-
gramstargeting minoritieswho are | DUs, including the Community-based Outreach Risk Reduction Strat-
egy to Prevent HIV Risk Behaviorsin Out-of-treatment Injection Drug Usersprogram. Twenty-threesites
have participated inthe HIV Prevention Tria supported through this program. Participants haveincluded
56.2% African American, 11.4% Puerto Rican, 9.0% L atino, 2.7% Native American, 0.3% Asian/Pacific
Idander, 1.4% other Latino, and 17.2% Caucasian.

Interventions for HIV-infected Drug Abusing Adolescents. The NIH Adolescent Medicine HIV/AIDS
Research Network (AMHARN) provides nationa |eadership on key research policy and careissuesfacing
HIV-infected youth. AMHARN bringstogether 20 principleinvestigators, doctors, and researchersat 15
sitesthrough the United States. Thesitesarelocatedin 13 mgor citiesthat areHIV epicenters. Project
ACCESS, asocia marketing campaign for HIV uninfected youth, reached through the socia network of
their HIV infected counterparts, was born from the AMHARN network. Project ACCESSisaunique
partnership between socia marketing/public relations entitiesand the AMHARN network investigators.

Reducing the Risk of HIV Infection in Drug Addicted Women and Adolescents Through Behavioral
Research. Better interventionsare needed to reducetherisk of HIV infection in drug-addicted women and
adolescents. HIV infection in both populationsisaseriousand expanding problem, and few interventions
aredesigned specifically to reduce unsafe sex and drug-using practicesin these groups. The needs of
women may beinadequately addressed in drug abuse counseling Situationswherewomen and men are
frequently grouped together. Women may feel uncomfortable discussing someissuesin these circumstances,
especidly regarding AIDSrisk-reduction strategies. Behavior skillstraining interventions show promisein
lowering risk for HIV infection among drug-addicted women and adolescents. Therefore, the development
of gender-relevant interventions specificaly designed to teach women assertiveness, communicationsskills,
condom use skills, and other skillsrelated to safer sexual relationswould be beneficia. Innovative, devel-
opmentally appropriate strategiesto reduce HIV risk in adolescentsal so are critically needed.



Wbmen'sHIV Risk and Protective Behaviors. The NIH has several important epidemiol ogic cohort
studiesof women in progress. Some examplesinclude the Women and Infants Transmission Study (WITS)
and the Women’ sinteragency HIV Study (WHIS), which focus on mother-to-infant transmission of HIV as
well asmanifestationsof HIV infection and its sequellaamong women.

HIV infection and Substance Abuse Among Men Who Have Sex With Men.  Drug-using men who have
sex withmen (DU MSM) areahighly diverse, vulnerable, and understudied popul ation who may engagein
HIV risk behaviorsinvolving avariety of drugsand many sex partnersover time. Thisgroupisapotential
HIV “bridge’ to multi ple groups and subpopulations. Methamphetamine, in particular, issignificantly more
likely to bereported asadrug of choice by HIV-infected MSM who inject drugsthan by male heterosexual
IDUsbecause of itslong-lasting stimulant effectsand ability to enhance sexud arousal and stamina. Re-
search isneeded to integrate the epidemiol ogic knowledge about HIV risk behaviors and characteristics of
DU MSM intoinnovative, theory-based behaviora and other interventionswith specia emphasison minor-
ity populations. Concerted public health efforts are needed to understand both the epidemiology and the
determinantsof HIV risk and protective behaviorsamong DU M SM, and to devel op, implement, and
evaluate primary prevention and behaviora changeinterventionsto prevent and reducetheincidence of HIV
transmissoninthispopulation. Such effortswill facilitatetheintegration of behaviora therapiesand risk-
reduction interventionstargeting DU M SM into the devel opment and delivery of health servicesand drug
treatment programs. Theinitiativewill support or stimulate research on (1) the epidemiology of HIV-related
risk and protective behaviors and health consequencesamong DU MSM; (2) HIV risk and protective
behaviorsof DU MSM relativeto seroconversion, infection by other blood-borneviruses, and HIV-related
morbidity and mortality; (3) innovative primary prevention and behaviora changeintervention Strategiesthat
target diverse groupsof DU M SM, including comparative evaluations of intervention outcomesand costs/
benefits of community-based outreach, prevention, and treatment approachesto averting new HIV infec-
tions, (4) therapiesfor methamphetamine-abusi ng popul ationsand on interventionsaimed at eliminating high-
risk behaviors associ ated with methamphetamine abuse; and (5) devel opment and eval uation of new behav-
iord therapies, drug abuse treatment approaches, health services, and health care servicesddivery to DU
MSM.

Interactions Between Drugs of Abuse, Addiction Medications, and HIV Treatment Medications. The
continued useof illicit drugsduring therapy for HIV/AIDS and opportunistic infections can modify the
actionsof thergpeutic agentseither by (1) direct pharmacol ogical interactionsor (2) indirect ateration of
their pharmacokinetics or metabolic profilesby inhibition or induction of drug metabolizing enzymes. Also
of importanceisthebiological fate of medicationsfor the treatment of drug addiction and theinteractions of
these compounds and their metabolites with both drugs of abuse and therapeuticsfor HIV. Treatment drugs
(e.g., methadone) for addictsinterferewith the treatment medication for HIV. Thisisespecialy importantin
light of the new dua or tripledrug therapiesthat may usethe same or equivaent metabolizing and excretion
systems, ashasa ready been documented with AZT. Future studies should include understanding the basis
of theseinteractions, thelong-term consequences, how and when possible alternate treatment schedules
should be devel oped, and the approaches to ascertaining how modified therapies areto beidentified,
structured and monitored. Thisinitiativewill support basic anima and human clinical research on aspects of
these drug-on-drug interactionsand how thismay affect the treatment of HIV/AIDSin drug-abusing popu-
lations

Expanding the Integration of HIV/AIDS and HIV Prevention Services in Drug Abuse Treatment.
Drug abuse service delivery systems continue to contend with HIV-positiveand AIDS patientsaswell as
patientsat high risk of becoming infected with HIV. The successful drug trestment of HIV-infected and



AIDS patientsrequiresgrester integration of medical serviceswith critical support services. Meetingthe
continuing high demand for these types of servicesrequiresbetter training and supervison of serviceddivery
saff. Staff who deal with these patients may a so need different types of support, including group and
individua counseling, to managethe emotiond toll of working with sick patientsin aincreasingly restricted
system. Thisresearch would include organizationa and management strategiesthat focuson (1) training for
adminigrative and counseling staff related to HIV and AIDS services; (2) management modelsthat increase
serviceintegration across programs, particularly inthe crimina justice system, toimprove continuity of care;
(3) how primary care can beincorporated into community and institutional treatment settings; and (4) the
impact of programming for HIV/AIDS services on treatment outcomes, program performance, and commu-
nity commitment to treatment.

Improving Engagement and Relapse Prevention Interventions to Reduce HIV Risk. Enhancing strate-
giesamed a engaging clientsand improving rel gpse prevention skills can have asgnificant impact onthe
effectiveness of drug abusetreatment in general and for HIV risk reduction specifically. Research should
focuson the significance of early treatment dropout and relapsein contracting and spreading HIV and other
related infectious diseases. HIV risk should be assessed at baseline aswell as during treatment and
post-treatment. Thegoal should beto improve patient engagement in drug abuse treatment and commit-
ment to reduce behaviorsthat can lead to becoming infected or transmitting theinfection to another party.
Research supported under thisinitiativewill help (1) identify those strategiesthat help engage patientsand
improve early retention rates; (2) improve relapse prevention skillsduring and after treatment; (3) train staff
to incorporate assessment techniques aimed at understanding patient motivation for change and commitment
to treatment; and (4) identify technol ogiesthat help transfer proven engagement and relapse prevention
technologiesin packagesthat can be easily incorporated by clinical staffs.

Reducing AIDSRisk Behaviorsin HIV Positive Drug Users. For HIV-positive drug addictsin treat-
ment, the devel opment of interventionsto provide skillsfor protecting their own health and reducing therisk
of transmitting HIV to othersiscritical. Many inthis population have unique medical and emotiona needs
that must be addressed before they will be receptiveto learning risk-reduction strategies. Many

HIV -positive patients show impairment in such areas asformation processing, verbal memory, procedural
learning, concentration, and problem solving, especidly in the advanced stagesof HIV disease. Moreover,
long-term drug use and psychiatric disorders can additionaly contribute to the cognitive deficits experienced
by some HIV-positive patients, as can medicationsfor the treatment of HIV. Hopel essness, anticipatory
grief reactions, and amultitude of psycho-socid stressorsmay negatively influencethelr readinessto change
their behavior. Additionally, some HIV-infected personsmay beless motivated to reducetheir risk behav-
iorssincethey aredready infected. However, if they continueto practice high-risk behaviors, not only will
they risk spreading HIV to others, but they may become reinfected with other strains of the virusthem-
selves, possibly inducing morerapid disease progression. Risk-reductioninterventionsfor HIV-infected
patientsthat address coping with their disease and improving daily living skillswill enhancetheir qudity of
lifeand possibly reduce the chances of spreading their infection to others.

Reducing the Risk of HIV Infection in Drug Addicts Through Behavioral Research. More extensive
behavioral researchisneeded in the area of reducing high-risk behaviorsin drug-addicted popul ations seen
intreatment and in primary hedth care settings. Currently thereare no empiricaly validated AIDSrisk-
reduction counseling strategiesfor HIV/AIDS patientswho abuse drugs. Treatment researchersare hesitant
to provide HIV-risk reduction approachesthat may not be effective. Brief behavioral interventionsto
reduce HIV risk are also needed for drug addicts seen in primary health care settings. Drug addictsare at
increased risk for HIV/AIDS (or aready infected) when seeking health care for medical problemsthat may



berelated to their drug abuse and associated hedlth risk behaviors. For theseindividuals, contact in primary
hedlth care settings may provide unique and important opportunitiesfor intervention. Littleisknown about
interventionsin office-based and other health care settingsthat are aimed at reducing behaviorsthat put
theseindividuasat risk for HIV acquisition or transmission of HIV/AIDSto others. Earlier interventionin
hedlth care settingsmay increase recruitment into drug treatment for individualsat highrrisk. Thereisa
tremendous need for the devel opment of aspectrum of effectiveinterventionsto reduce AIDS-risky behav-
ior intreatment and in primary health care settings. Sincetheseindividuasdiffer in variety of factors, such
asdrug of choice (and route of administration), typesof AIDSrisk behaviors, psychiatric co-morbidity and
socio-cultura background, thereisaneed for developing severa strategiesthat can beusedin various
settings. NIDA will support thiseffort to encourage behavioral therapy research to reduce AIDSrisk
behaviorsin those seen in treatment and in office-based and other health care settings. Expanded research
intheseareaswill reduce HIV infectionin drug addictsat risk.

Cross-National Research on HIV Intervention among Drug Users. Of the 120 or more countriesthat
report injection drug use, 80 have documented drug injection asamajor risk factor for HIV transmission.
Theratesof HIV transmission among injectorsthroughout the world has been shown to vary considerably
acrosscountries. In someareasthe spread of HIV hasoccurred extremely rapidly whereas other areas
report very stable and low seroprevaencerates. Although the primary routes and specific mechanisms of
transmission of HIV among injection drug users have been found to be smilar acrossregionsof theworld,
different countrieshavereacted differently to thispublic hedlth threat, and with different degrees of success.
Thisinitiative will improve the knowledge base on the smilaritiesand variationsin drug use patternsand
HIV risk behaviors (drug and sexud risks) in different national and regional environments. A cross-nationa
research program hasthe potential to help us understand the effectiveness of intervention (prevention/
treatment) effortsin different countriesand to devel op aglobd strategy for dealing with HIV transmissionin
IDUs. Thisresearchwill explore cross-nationd studiesthrough arange of interventions (community-based
outreach, needle exchange programs, drug trestment asHIV prevention, counseling and testing, partner
notification, and network-based strategies), behavior change, and the prevention of HIV. Throughthis
effort, studiescan be supported that identify which interventionswork and how (e.g., by examining therole
of intervention components), and which behaviors are most affected, by how much, among which popula-
tions, and for how long aperiod of time. Theresearch processwill also addresstheissue of sustaining
community-based interventions after the research phase has been completed. In addition, differences
across countriesin socia structures, gender and socid/cultura relationships, dynamicsof risk networks, and
the high-risk settingsin which drug use occur should providefor comparative analysisof therel ative effec-
tivenessof theseinterventions.

Global Research Network on Drug Abuse and HIV Intervention (Prevention/Treatment). The overall
objectiveisto establish asdf-sustaining global communi cations network for rapid international communica:
tion, dissemination, and utilization of HIV/AIDS epidemiology and prevention/treatment research informa-
tion. Interim stepsto achievethisgoal include a2-day international meeting in 1999 to provideaforumfor
HIV intervention researchersand scientiststo exchange and interpret research findingsfromintervention
studiesthat target injection and non-injection drug usersat highrisk for HIV and other blood-bornedis-
eases, trandate and effectively disseminate research findingsinto good international practicesto dow the
gpread of HIV and to ensurethat usableinformationisrapidly communicated for utilization; stimulate
cross-nationa studiesof the applicability and effectiveness of strategiesto prevent HIV and other blood-
borne diseases; and facilitate collaborative efforts and minimize unnecessary duplication of research efforts
a theinternationa level. Approximately S0international HIV prevention researchersand collaboratorswill
beinvited to attend from various countries and representative of the WHO Regions. The countriesinclude:



Audtrdia; Canada; Brazil; China; Germany; Hungary; Indig; Italy; Kazaekstan; Maaysa; Mexico; Nether-
lands; Nigeria; Pakistan; People’ sRepublic of China; Portuga; Slovak Republic; South Africa; Spain;
Switzerland; United Kingdom; United States of America, and Vietnam.

Inaddition, it may be necessary to establish the global research network asatelecommunications system
whichwill link network membersand permit the rapid exchange of HIV intervention/ prevention and drug
abuseinformation; consultationsamong HIV experts, collaborators, and practitionersfrom around the
world, who can both solicit and provide expert advice on HIV intervention strategies and conditionsthat
apply in other countries; dissemination of dataabout emerging trendsand promising interventions; and
informal “virtual” meetingsand chat-room sessions.

Insummary, effectively fighting the epidemic among persons of color who usedrugsrequires

. moreextensve use of scientifically supported preventioninterventionsfor IDUS,

. moreresearch to help fine-tunethese interventionsfor communitiesof color,

. and smply more prevention servicesfor communities of color acrossthe board.
Careand Treatment

For thefirst few yearsof the HIV/AIDS epidemic, effective treatment optionsfor HIV disease were not
available. Over thelast decade, preventivetherapiesfor opportunisticinfectionswere developed and have
shown considerable successin keeping HIV-infected personshedthier. Also, zidovudine (ZDV, or AZT),
thefirst and for severd yearstheonly antiretrovira medication, led to temporary improvementsin health but
had limited ong-term impact on morbidity and mortdity. With theintroduction of multiple new antiretroviral
agents since 1995, combination therapy isnow the standard for the medical treatment of HIV/AIDS.

Therapy with two or more agents can be effectivein patients asjudged by reductionin blood levelsof HIV,
resolution of HIV-related symptoms, prevention of opportunisticinfections, delaying progressonto AIDS,
and reducing mortality. However, limitations of these promising therapiesinclude adversedrug reactions,
difficulty in adhering to complicated dosing schedules, and high cost. Inaddition, patients’ livesoftenare
affected by other factorsthat can limit their ability to procure these drugs or adhereto the treatment regi-
mens, such as active substance abuse, mentd illness, incarceration, migrant or homeless status or other
isolated living Situation, sociocultural aienation, or poverty. For thesereasons, al populations do not benefit
equally from these new treatments. Studies have shown that people of color with HIV/AIDS arelesslikely
to bereceiving medical care, and thosein carearelesslikely to berecelving aproteaseinhibitor (acorner-
stone of antiretrovira therapy) or prophylaxis against opportunistic infections such asPneumocystiscarinii

pneumonia

Helping communitiesof color will involvefostering good experienceswith hedlth professionaswho maintain
trust and provide caring, respectful health services. Theprovision of high-quaity medica careand related
supportive servicesto adl personswith HIV/AIDSisacentra component in the effort to eiminate disparities
inmorbidity and mortality from thisdisease.

ActivitiestolmproveMedical Care

Increasein medical facilitiescaring for HIV/AIDS Thedisparitiesin HIV/AIDS morbidity and mortality
between membersof racial/ethnic groupsarise, in part, from poor accessto care. Medical facilitiesspecia-
izinginHIV/AIDS careexist in high prevalence, urban areas. Many such clinicsoffer careregardiessof a

person’sability to pay. However, ahigh percentage of such clinicsoperate at capacity and/or are not easily



access bledueto transportation barriers. Inrura areas, HIV/AIDS carefrom experienced providersis
often not availableat all, regardless of ability to pay. One optionisto construct anationwide HIV/AIDS
hedth-careinfrastructure. Thisisunlikely to befinancialy feasible or sustainable. A moreattractive option
isto better use the existing healthcareinfrastructureto address the treatment needs of personswith HIV/
AIDS.

In the private sector, moreincentive and training must be provided to community-level practitionersto care
for personswith HIV/AIDS. Sincetheminority of personswith HIV/AIDS are supported by aprivate
third-party payment system, therewill belimitsto how much additional medical care can be provided by the
private sector. Incontrast, the public health system hasalargeroleto play inincreasing the penetration of
HIV/AIDS careinto al segmentsof the population.

Publicly funded community health centersare thefederal government’ sinstrument for providing medica care
to underserved personsinthe United States. Of the more than 2,500 such public health clinics, many are
aready areproviding quaity HIV/AIDS carein poor, rural, and minority communities. However, asub-
stantial number are not because of cost, stigma, failureto perceive need, or lack of expertisein HIV/AIDS
care. Thecapacity of federally funded public health clinics can be enhanced to provide HIV/AIDS medica
caretomoreracia and ethnic minorities through the appropriate targeting of financial support and technical
assigtance.

Increasein RAVCA Titlelll Grants. Recognition of therole of medical carein HIV/AIDSisthe central
focusinthe Ryan White Care Act Title 11 program, the section of the Ryan White Care Act which provides
grantsdirectly to providersof HIV/AIDS services (as compared to the RWCA Titles| and 11, which
providegrantsto citiesand states, respectively). TheRyan WhiteTitlel11 program supportsa primary care
model for HIV/AIDS, and stipul atesthat aminimum of 50% of thefundsgo directly for provision of medica
sarvices. Inthisway, HRSA sBureau of HIV/AIDSisableto directly target medical servicesto communi-
tiesof need.

Increase the number of medical care providersof HIV/AIDScare. Asmedical treatment hasassumed a
central roleinthecare of personswith HIV/AIDS, and the treatment has become more difficult and compli-
cated, therole of medica providers has assumed agreater importance. There hasbeen aretreat fromthe
previoudy supported view that HIV/AIDS should betreated by dl clinicians. Datanow show that patient
outcomeimproveswith the experience of themedical careprovider in HIV/AIDS. Sincethe mgority of
those needing HIV/AIDS care are those traditionally underserved by medical care, thereisaneed for HIV/
AIDS*" specidigs’ inmedically underserved communities. Theplacement of hedlth care providersin such
communitiesistraditionally therole of HRSA’'s Nationa Health Service Corps (NHSC). A proportion of
these providers should be contributing to the urgent need for improved accessto HIV/AIDS care among
racid and ethnic minorities.

Increase education of providersin quality HIV/AIDScare. The complicated regimensfor HIV/AIDS
haveforced providersto devel op specialized expertiseinthe careof HIV/AIDS patients. The conse-
guencesof poor qudity care arethe development of viral resstance, lossof ability totreat HIV infectionin
anindividual, and possibletransmission of resistant virusto others. To set standardsfor the use of these
complicated drug regimens, the Public Health Service hasissued guidelines, and updatesthem regularly, for
the use of anti-retroviral therapy in adults, adolescents, and children. The education of medica providersis
conducted by avariety of public and private organizations. A substantial amount of thetraininginthese
guiddines, and other issuesin the medical management of HIV/AIDS, isprovided by HRSA through the



AIDS Educationa Training Centers(AETCs). These 15 Centers, distributed geographically acrossthe
United States, haveresponsibility for providing clinical trainingin al 50 states. Providersof careto minority
clientsareto betargeted by the AETCs. However, severa quality of care measures, such as prevalence of
prophylaxisagainst pneumocystis pneumonia, thetaking of aproteaseinhibitor, and the absence of
monotherapy al suggest that thereisalag between the introduction of these interventionsin the general
medical community and the penetration into minority populations. Thus, more aggressive and targeted
education for providersof carefor racial and ethnic minoritiesmust beapriority.

Improve medical care of incarcerated personslivingwith HIV/AIDS. Minorities are disproportionately
represented among incarcerated populations. The amount and type of medical careavailableto inmates
variesby prison, county, and state. No standards of medical careexist to ensure accessto quality HIV/
AlIDScarefor inmates. Inaddition, the medical needsof prisonersare often not adequately addressed
upontheir releasefrom prison. Oftentimes, prisonersare given oneto two weeks of medication, and left on
their own to negotiate the medical care system. Better linkage between medical careinand out of prisonis
apriority to ensure better HIV/AIDStreatment for racial and ethnic minorities.

Increase availability of substance abuse treatment. Substance abuseisamajor risk factor for HIV
acquisition. Active substance abuse aso has seriousimplicationsfor the treatment of established HIV
infection. The benefit of HIV/AIDStreatment is severely compromised by poor adherence. Numerous
studies suggest that adherenceto therapy isemerging asthe single greatest predictor of successful HIV/
AlIDStreatment. Activea cohol and drug abuse have adirect and strong negative impact upon the ability of
aperson to take the complicated regimens as prescribed. 1n addition, adverse drug reactionsmay be
compounded or clouded by active substance abuse. Theavailability of effective, comprehensive substance
abusetreatment isamajor contributing factor to successful HIV/AIDS care, but isstill not aredlity for those
who cannot pay for it. Substance abusetreatment must consist of detoxification, treatment of co-morbid
conditions, (e.g. mental illness, pain syndromes), mai ntenance treatment and rel gpse prevention. Such
treatment isalso often highly dependent upon socia support issues, such as housing and transportation.

Improve mental health services provided to personsliving with HIV/AIDS. Mental illness can be an
antecedent or aresult of HIV/AIDS. The most common manifestations are depression, bipolar disease, and
anxiety disorders. More severeillness such as schizophreniaand persondlity disorder areaso seen. Itis
not clear whether mentd illnesses are more common among racid and ethnic minoritieswith HIV/AIDS,
however, accessto treatment for these conditionsislimited as compared with the general population dueto
the paucity of publicly-funded menta health services. Sincetheseillnesses can have sgnificant impact upon
theability of personsto adhereto the medicd therapy for HIV/AIDS, trestment of mental health conditions
isacrucia dement of HIV/AIDScare. Aswith substance abuse, mental hedlth treatment ismost effective
when provided in collaboration with other medical services.

Expand ADAP program. A formidablebarrier to the equitable distribution of HIV/AIDS care, giventhe
disproportionate number of personswith HIV/AIDSIivingin poverty, isthe high cost of pharmaceuticals.
The cost of combination therapy (the standard at thistimeisthree or more drugs s multaneoudy) isroughly
$10,000 per year, representing approximately 80% of the average yearly cost of caring for apersonwith
HIV (thispercentage decreases as personsdevelop AIDS and incur more non-drug costs). Expenditure on
medication, however, yieldstangible savingsin other potential costs, such ashospitalization, emergency
department visits, and treatment of opportunisticinfections. Thus, medical treatment of HIV/AIDSis cost-
effective. Despitethisknowledge, accessto expensive drug therapy istill limited for somewho cannot pay.
The AIDSDrug Assistance Program (ADAP) isfunded under Titlell of the Ryan White CARE Act.



ADAP  funded at $285.5 millionin FY 1998, coversHIV/AIDS-rel ated pharmaceutical sto persons not
ableto procure these medicationsthrough privateinsurance or Medicaid. ADAP€ligibility isdefined by
each state. In stateswhere ADAPdigibility ismoreredtrictive, thereare still patients unable to access
combination therapy for HIV/AIDS. Racid and ethnic minoritiesarelesslikely to betaking combination
therapy. Thedegreetowhichthisisduetoinability to purchase medicationisnot known. However, further
investigation of accessto pharmaceuticasthrough the ADAP should be conducted, and any deficitsin
accessfor racial and ethnic minorities should be corrected.

Improve early diagnosis of new HIV infections. For those who are infected, knowledge of serostatusis
critical for preventing additional peoplefrom becoming infected. Researchindicatesthat aperson’ sknowl-
edge of their serostatus differsby theindividua’ sexposure, general knowledge about risk factorsfor HIV/
AIDS, and physicians behavior. Inthe 1980s, because the association of AlIDSwith homosexual behav-
iorswasknown and widely disseminated, gay menincreased their voluntary testing for HIV. Inthe 1990s,
more pregnant women were tested in responseto campaignsto increase knowledge of perinatally transmit-
ted HIV infection, and testing among drug usersincreased asaresult of public health effortsto communicate
theHIV risk associated with sharing needles. Increasing knowledge of serostatusand reducing HIV/AIDS
incommunitiesof color will requirethe samekind of targeted interventions. Theavailability of counsding
and testing programs (including anonymoustesting) and linkageswith partner counsaling and referral ser-
vicesmust beimproved in racia/ethnic minority communities. CDC estimatesthat 20% of new HIV
infections could have been prevented through confidential testing and counseling programsthat arelinked to
partner notification programs.

Participationinclinical trials. To ensurethat communitiesof color benefit from the recent medical
advances, it isalsoimportant that peoplefrom al racia and ethnic groups participatein clinica trials.
Women, patients of color and drug users, however, aresignificantly lesslikely to have ever participated in an
AIDScdlinicd trid than other HIV/AIDS patients. Reasonsfor nonparticipation include less knowledge of
clinica tridsand unfavorable opinionsof clinical research.

Perinatally Acquired HIV Infection. Recent studieshaveidentified alack of prenatal care asthe primary
reason why some pregnant women do not receive HIV counsaling and testing and, if infected, do not have
the benefit of ZDV therapy for reducing therisk of transmitting HIV infectionto their infants. Womenwho
usedrugsareespecialy likely not to receive prenata care. We must increase the proportion of drug-using
pregnant women who receive prenatal care that includesroutine counseling and voluntary testing for HIV
infection, especidly incommunitiesof color.

TheNationa Ingtitutes of Health (NIH) continuoudy reviewsits AlDSresearch programs and implements
program-specificinitiativesto ensurethat HIV-infected individua sfrom the most at-risk populationsfor
HIV/AIDSareenralledinfederaly sponsored AIDSclinica tridlsand natura history and epidemiology
sudies. NIH hasand will continueto implement specific program initiativesto providetraining of minority
scientistsin al areas of AIDSresearch aswell as support outreach and public educationd effortsto the
affected and HIV-infected communities. NIH supportsadiverse network of clinical trials programs, which
includesthe Adult AIDSClinica TridsGroup (AACTG), thePediatric AIDS Clinical TriasGroup
(PACTG), the Terry Beirn Community Programsfor Clinical Research on AIDS (CPCRA), Studies of the
Ocular Complicationsof AIDS (SOCA), theNeurologic AIDS Research Consortium (NARC), and the
AlIDSMalignancy Consortium (AMC). Morethan 50,000 patients have been enrolled to datein HIV -
sponsored clinical studies, which haveinvolved the eval uation of over 200 agents. Asof December 1999,
minority enrollment in HIV-supported AIDSclinical trialsremained in excess of 60 percent, the approxi-
mate proportion of al AIDS cases. Specific programs have been implemented to recruit minority popula-



tionsinto AIDS-related research including: fostering collaborations between the Centersfor AIDS Research
and Research Centersin Minority Ingtitutionsfor the conduct of biomedica research at minority ingtitutions;
recruiting minoritiesinto studieson AIDS- related maignanciesinthe AIDS Maignancy Consortium; and
targeting enrollment of minority injection drug uses (IDUs) into the Community-Based Outreach Risk
Reduction Strategy to Prevent HIV Risk Behaviorsin Out-of-Treatment | DUs program and other preven-
tiontrias. NIH also supports specific programsthat target thetraining of minority researchersaswell as
outreach and public education programsin minority communities. Theseeffortsinclude: the AIDSClinical
Tridslnfrastructurein Minority Ingtitutionswhich servesto enhance thetraining and number of minority
investigatorsinvolved in AIDS Clinica TridsGroup research, aswell asthe number of minority participants
inclinical studies, the Regional Technology Transfer Program which provides benchto bedsideinformation
targeting community health care professionds, especidly in minority and rura communities; and an outreach
programtotrain health professionasin Historically Black collegesand Universitiesfor accessng AIDS
related information resources. The CPCRA program has existed since 1989. Thisnetwork of community
based providers conducts clinical protocols permitting accessto alarge number of patients whose demo-
graphic characteristicsreflect those of the evolving epidemic. Th9ose networks have provided specid
servicesto encourage the enrollment and retention of affected populationsin clinicd triasincluding obstetric/
gynecology care, trangportation, child dare, specia hoursof operation, and other servicesto meet patient’s
specia needs.

Health Education and Risk Reduction: Individual and Group I nterventions

Health education and risk-reduction activities aretargeted to reach personsat increased risk of becoming
infected with HIV or, if already infected, of transmitting the virusto others. Thegod of health education and
risk-reduction programsisto reducetherisk of these eventsoccurring. Activitiesshould bedirectedto
personswhose behaviorsor persona circumstancesplacethemat risk. Street and community outreach,
risk reduction counsdling, prevention case management, and community-level intervention have beenidenti-
fied as successful health education and risk-reduction activities. (See summary of NIH Consensus Develop-
ment Conference statement that begins on page 40.) We must make much more extensive use of what
already has been shown to be effective.

Street and Community Outreach. Street and community outreach can be described as an activity con-
ducted outside amoretraditional, ingtitutiona health care setting for the purposes of providing direct health
education and risk reduction servicesor referrals. However, before conducting any outreach activity ina
community, an agency must definethe specific population to be served and determinetheir general needs.
Based on thisdefinition and determination, an agency can then decide appropriately where to conduct
intervention efforts. Street and community outreach may be conducted anywherefrom astreet corner toa
pool hall, from aparish hall to aschool room. To determinethe setting, an agency need only decidethat the
setting iseadly, readily, and regularly accessed by the designated client population.

While street and community outreach can be complementary service components of asingle agency, some
agencies, based on needs assessment findings and staff capacity, may chooseto provide one service and not
theother. Street outreach and community outreach can aso be“ stand alone”’ pieces.

Sreet Outreach. Street outreach commonly involves outreach specialistsmoving throughout aparticular
neighborhood or community to deliver risk-reduction information and materids. Thefundamental principle
of street outreach isthat the outreach specialist establishesface-to-face contact with the client to provide
HIV/AIDSrisk reduction information and services.



Effective street outreach staff:

. know thetarget group’ slanguage

. have basi c training and experiencein health education

. aresengtiveto community norms, vaues, cultural beliefs, and traditions

. have ashared identity with the popul ation served, stemming from shared common personal experi-
enceswiththegroup

. aretrusted by the group they serve

. act asrolemodelsto the clientsthey serve

. advocate for the population served

. act asliaisonsbetween the community and the agency

. areinformed about community resources and usethem.

Street outreach isnot simply moving standard agency operations out onto thesidewalk. A number of
specificissuesare uniqueto the delivery of servicesthrough thistype of outreach and must be considered
beforeingtituting aprogram of street outreach. These mattersare usually addressed in an agency’ sstreet
outreach program plan.

Community Outreach: Workshops and Presentations. Workshops and presentations are typical activities
of community outreach. Becausethey usudly follow lectureformats, they can be highly structured health
education and risk-reduction intervention efforts. Whilethey supply important opportunitiesto disseminate
HIV/AIDS preventioninformation, their impact on behavior changeislimited becausethey areusudly
sngle-encounter experiences. Although they provide crucid technical information that raisesawarenessand
increases knowledge and may beacritical first step in the change process, theinformation doneisusualy
inadequateto sustain behavior change.

Tomaximizethar benefit, workshops and presentations should be planned carefully with knowledge goa's
and obj ectives specified beforetheindividua sessions. To theextent possible, presentersshould bein-
formed about the setting where the workshop or presentation will take place, aswell asthe composition and
knowledgelevel of the anticipated audience.

Comprehensive Efforts Are Needed for Reducing Sexual Risk Behaviors

Inall prevention activities, CDC supportstheincorporation of prevention messagesand programsthat
strongly emphasi ze that young peopl e should postpone sexud activity, and that sexualy active adults should
mai ntain amonogamous rel ationship with an uninfected partner. However, someyoung people and adults
will still engagein sexud intercoursethat putsthem at risk for HIV and other sexually transmitted diseases
(STDs). Toensuretheseindividuasacquire the knowledge and skills necessary to protect themselvesfrom
HIV, CDC a so supports prevention messages and programs that encourage cons stent and correct use of
latex condomsamong thosewho are sexually active. Research hasconclusively shown that latex condoms
arehighly effectivebarriersto HIV and many other sexualy transmitted diseaseswhen used consistently and
correctly.

Condomavailability asa prevention strategy. Individuasin some populations, especialy sexually active
young people, may experience problems accessing condoms because of severd factors, including cost,
convenience, and embarrassment. For theseindividuals, thefact that condoms are not readily accessible
may beasignificant barrier to consstent use. To eiminatethisbarrier, many local communitiesactively
support programsthat make condomsavailableto populations most vulnerableto HIV infection, including



sexually activeyoung people. Research showsthat providing accessto condoms canincreasetheir use
among some sexualy active young people. Alongwithincreasing accessto condoms, we aso need to
implement interventions shown to be effective at giving peopletheskillsthey need to use condoms correctly
and consistently. Despite somefearsto the contrary, research clearly demonstrates that young people who
participatein comprenensive HIV prevention programsthat include accessto condomsare no morelikely
toinitiate or increase sexua activity than other young people.

Treating other STDs. Thereisstrong evidencethat other sexually transmitted diseases (STDs) increasethe
risk of HIV transmisson. Communitiesof color suffer disproportionately high ratesof many STDs. The
sexud spread of HIV inthe United States has paralleled that of other STDs. The geographic distribution of
heterosexud HIV transmission closdly parallelsthat of syphilisand gonorrhea, with the highest rates of
syphilisand gonorrheabeing concentrated in the South, the same part of the country with the highest HIV
preva ence among women of childbearing age. Again, thisinterface must be addressed and STD prevention
and treatment must be acknowledged asaviable HIV prevention intervention. STD treatment reducesthe
spread of HIV.

Soecial emphasis on young gay men. Issues specifically related to gay men, especialy gay men of color,
must be addressed. The continued high ratesof HIV prevalence among young gay men, and young gay
men of color in particular, demonstratesthe critical need to provide thispopulation with theinformation,
interventions, skills, and support required to change and sustain positive behavior. Thedenia and ho-
mophobiathat exist within communities of color must be addressed to ensure that this particular population’s
prevention needsare also met.

No single approach, prevention counseling and health education, abstinence promotion, condom education,
condom availability, STD treatment, can diminate HIV. Each affected community can best determinewhich
combination of approacheswill be most appropriate and effectivefor preventing HIV infection under local
circumstances.

Comprehensive Programsfor Youth AreEssential

School-based programs. Itisestimated that half of new HIV infectionsin the United States, about 40,000
annualy, areamong peopleyounger than 25. Prevention activitiesand interventionsthat begin well before
young adulthood are desperately needed to stemthistide. Tothat end, CDC supports comprehensive
school-based HIV prevention programs. CDC does not require any specific curriculum, but recommends
that the scope and content of school health programs belocally determined and consi stent with parental and
community values. Atthesametime, CDC hasidentified curriculathat have credibleevidence of reducing
hedlth risk behaviorsamong youth. CDC a so providesresources, including training, to ensurethat the
interventions are availablefor thosewho want to usethem.

Programsfor out-of-school youth. Many youth at very high HIV risk, such ashomelessor runaway
youth, juvenileoffenders, or school drop-outs, can only be reached through intensive community-based
programs. Integrating HIV prevention programswith ongoing community effortsto provide shelter, medical
care, or other servicesto out-of-school youth isessential.



| mproved Prevention Programsin Correctional FacilitiesAreCritical

Correctiona facilitiesarecritical settingsfor monitoring the cutting edge of the HIV/AIDS epidemic and for
addressing the problem of elevated ratesof TB, STDs, hepatitis, and other infectious diseases. Inmate
popul ations probably represent the largest concentration of personsinfected with, or at highrisk for, HIV
because of their drug use and unsafe sexua behaviors. Furthermore, short staysand high recidivismrrates
resultinasubstantia number of high-risk individua swho circulate between correctiond facilitiesand their
communities, most often, communitiesthat are aready beset by poverty, drug use, violence, and disease. It
isimperativethat correctiona facilities offer effective programsfor disease screening, treatment, and preven-
tion.

Correctiona facilitiesoffer sgnificant opportunitiesfor intervention. Their controlled settingsallow efficient
accesstoinmatesfor theddivery of prevention programs. However, the opportunity to provide compre-
hensive education and prevention programsin prison, jails, and juvenilefacilities, has been missed to agreat
extent. CDCisworking to improve community health through improved accessto HIV, STD, and TB
hedlth care and prevention serviceswithin correctiona settingsand transitional programsin communities.

Sound Public Health Policy Must Bethe Goal

Sound public health practice should be carefully considered in adl policy and program discussions about HIV
prevention and treatment programs. Decisions about implementing new or revised policieson either the
state or national level must consider the public healthimplicationsof proposed policies. Program designers
and policy makers must ensurethat the approaches undertaken will bethe most effectivein reducing HIV
transmission and saving lives.

Giventhewedth of information that now exists about what biomedical and behaviora approacheswork
bestin HIV prevention, theimmediate challengeisto utilize that information to design effective toolsand
interventionsfor communitiesof color to ensurethat the success experienced by other communitiesis
extended to all communities. Nothing lessisacceptable.

Capacity Building

“Capacity development isthe processby which individuals, organizations, ingtitutions and societies devel op
abilities (individualy and collectively) to perform functions, solve problemsand set and achieve objectives. .
. Itisacontinuouslearning and changing process. It emphasizesbetter use and empowerment of individu-
alsand organizations. Andit requiresthat systemic approaches be considered in devising capacity develop-
ment strategiesand programs.”

Thegod of capacity building istofoster salf-sufficiency. Capacity building isabout teaching critica skills.
Based on the Frierian concept of critical though, capacity building ideally isaprocess of the* capacity
builder” fostering the development in arecipient of capacity building processeswith the self-sustaining ability
toimprove programs, processes, and ultimately, outcomes.



L evelsof Capacity Building
Organizational Capacity Building

Organizationa capacity-buildingisan increasein the core competenciesthat contributeto an organization's
ability to design and implement an effective HIV intervention and to sustain theinfrastructure and resource
base necessary to devel op and support theintervention. Some examplesof core competenciesfor organi-
zationa capacity are management of program finances, conducting effective HIV interventions, personnel
management, preparation of grant applicationsto obtain resources, conducting intervention eval uations, and
cultural competency development.

Organizations- Aspectsof capacity building with an organizationincludethefollowing:

e Tranng

o illsbuilding

» Technical Assstance\Support
o Twiming

* Provision of Resources
e Technology Trandfer

Community/Environmental Capacity Building

Community/Environmental capacity-buildingisanincreasein the core competenciesthat contributeto the
community’ sability to addressHIV/AIDS. Capacity building for communities/environmental addresses
coalition devel opment, accessto resources, economic devel opment, policy, governance and community
leadership development.

Communities’/Environment - Methodsof capacity building with communities/environment may include:
* Provisonof Resources
* Addressng Policy
* Information Dissemination
» Educationand Training
» Fadilitation of Community Discourse

Individual Capacity Building

Individua capacity buildinginvolvesimproving or addressing critical thought, salf actudization, knowledge
base and professiona development.

I ndividuals- Methods of capacity building with individua sinclude:
e Tranng
o illshuilding
» Technica Assstance/Support
*  Knowledge/Education (Information Exchange)



Technical Assistance Assessment and Plan

AnHIV technica ass stance needs assessment entail sidentifying needs of the health department, community
planning(s), and community-based providersin the areas of program planning, implementation, and evalua
tion, and aplan of activitiesthat addressesthe technical assistance needs.

The capacity-building delivery mechanismsincludeinformation transfer, skillsbuilding, technica consultation,
technica services, technology transfer and funding.

I nformation transfer - the provider collects, packages, and disseminatesinformation to therecipient. The
information may be disseminated through newd etters, technical reports, conference announcements, list
serves, batch faxes, and maintenance hotlines.

SkillsBuilding - the provider facilitates the enhancement of skill setsof key personnel whose activities
contributeto increasing the capacity of an organization. These skills setsare delivered through training of
saff, board, trainers, volunteers, community members, and opinion leaders.

Technical Consultation - the provider deliversexpert adviceto key personnel on how to accomplisha
task or serieswith theintent that the activity will be carried out by the recipient of theadvice. Technical
consultation may be provided telephonically, on Site, eectronically, or written documents.

Technical Services- theprovider carriesout atask or seriesof technical tasksfor the recipient that result
inincreased capacity. Thesetechnica servicesmay relateto facilitating or implementing operationd, mana:
gerid, technologicd, programmatic, administrative, or governance systems.

Technology Transfer - the provider facilitates recipient accessto products, methodol ogies, or techniques
that increase capacity. Technology transfer may be accompanied by skillsbuilding, technical consultation,
or technical services. Someexamplesare computer technology that allowsINTERNET access, develop-
ment of atraining curriculum, and the adoption of anew intervention.



Implementing a Comprehensive and Effective Community Response
to HIV/AIDS in Communities of Color

EFFECTIVE INTERVENTIONS

Both biomedica and behaviora HIV prevention programs have been shown to be effectivein reducing HIV
transmission. Hence, important toolsare availablefor dowing the spread of HIV infection. A mgjor issue
remains. how to refine these interventions to make them culturally relevant and appropriatein
communities of color.

Biomedical I nterventions

* Preventing InfectionsinInfants. During the early 1990s, before perinatal preventive treatmentswere
available, an estimated 1,000-2,000 infantswere born with HIV infection each year in thiscountry.
Today, the United States has seen dramati ¢ reductionsin mother-to-child, or perinata, HIV transmis-
sonrates. Thesedeclinesreflect thewidespread success of Public Health Service (PHS) recommenda-
tionsmadein 1994 and 1995 for routinely counseling and voluntarily testing pregnant women for HIV,
andfor offering zidovudine (AZT, dso called ZDV) to infected women during pregnancy and delivery,
andto theinfant after birth. Important challengesremain in ensuring that communitiesof color gainequal
accessto thisintervention.

Ferinatally Acquired AIDS Cases by Quarter-Year
of Diagnosis® 1985-1998, United States

200

240

200

150-

100+

MNum berof{ ases

50+

1925 198619871982 195a] 1930 1391[1352]1393 133413 35] 1598[ 199
2 uarter-Year of Diagnods
" Adjusted hor reporting delays and redistribution of MIFE, data reported tirough December 1939

1998




* Prophylaxisfor opportunistic infections. Medical interventionsto prevent the opportunistic infections
common in HIV-infected persons have been very successful over thelast decade. Since 1987, the
percentage of HIV-related deaths associ ated with many opportunistic diseases has decreased, espe-
cidly for pneumocystos's, cryptococcoss, and candidiasis. To obtain maximum benefit from prophy-
laxisagainst opportunigticinfections, itiscritica that HIV-infected personslearn of their HIV infection
and obtain appropriate medical careasearly aspossible. Again, the challenge of ensuring accessto
counsdling, testing, and treatment isanissuein many communitiesof color.

» Combination drug therapies. Many people, but not al, have had great successwith new highly active
antiretroviral therapies(HAART) and asaresult, there have been declinesin both the number of newly
reported AIDS casesand deaths. The successof HAART isgood newsfor the peopleliving longer,
better livesbecause of it, but theavailability of trestment may lull peopleinto believing that preventing
HIV infectionisno longer important. Thiscomplacency about the need for prevention addsanew
dimension of complexity for both program plannersandindividualsat risk. Also, thereare concernsthat
today’ snew medica treatments, while showing great successin keeping many HIV-infected people
hedlthy longer, are still not working for everyone, often have seriousside effects, and are extremely
expensive. Newer and even better treatmentsfor HIV disease are anticipated and welcomed. Inthe
meantime, themgor challengewill beto ensurethat al HIV-infected persons, especidly in communities
of color, havean equa opportunity to benefit from the most effective medica therapies.

» SITD treatment for preventing HIV infection. The United States hasthe highest rates of STDsin the
industridized world, with some subpopul ations experiencing even higher-than-average incidenceand
prevaence. Sexudlly active adolescentsin generd have ahigh prevaence of chlamydia, and African
American women aged 15-19 years and men aged 20-24 years have high rates of gonorrhea. Re-
ported rates of primary and secondary syphilisin thiscountry are approximately 50-fold higher among
young African Americansthan Whites. STD cofactor effects appear to play aroleintheincreasing HIV
epidemic among heterosexuals, especialy young African American women. Whileresearchershave
documented animportant link between the trestment of sexually transmitted diseasesand reductionin
the spread of HIV, the challenge continuesto be the devel opment of and accessto interventionsthat
provide STD screening and trestment.

Behavioral I nterventions

Today, thereismore comprehensive evidence than ever that HIV prevention programs are effective. Many
studiesindicate that behaviora interventions can contribute to changesin personal behavior that reducerisks
of infection, and that these changes are sustained over time.

Prevention Research Synthesis

CDC researchershave assmilated and analyzed al available studiesto date that eval uate theimpact of
prevention programs and have created through the Prevention Research Synthesis Project (PRS), the
Compendium of HIV Prevention Interventions with Evidence of Effectiveness. The Compendium
incorporatesal well-conducted evaluations of thefull range of HIV prevention programs, from school -
based education to street outreach for injection drug users. Findingsfrom examining 46 U.S. studies of
morethan 18,000 individuasindicatethat participantssignificantly reduced their risk behaviorsfollowing the
programinterventions. Examplesof effectiveinterventions outlined in the Compendiumareincluded bel ow:



Examplesof Effectivelnterventionsfor Drug Users

Theinterventioninthe AIDS Community Demonstration Projectsaimed to modify attitudes
and beliefs about prevention methods among community membersby providing models of
successful risk-reduction strategies adopted by membersof thetarget population (IDUs,
street youth, female sex workers, and MSM). Of theintervieweeswho participated in this
project, 54% were African American and 19% were L atino. Theintervention featured role
model storiesdeveloped from thered-life experiences of community members. Individuas
intheintervention communities demonstrated an increased frequency of condom use.

In an outreach field-site officein Ohio, 381 injection drug users participated in astudy
comparing astandard and enhanced intervention. Nearly 80% of the participantswere
African American. Thestandard intervention consisted of individud pretest counsdling, an
HIV test, and small group post-test counseling. The enhanced intervention consisted of the
standard intervention plusthree additiona small group (3-5 persons) sessions, led by a
counsdlor. A significantly greater proportion of injection drug userswho participated inthe
enhanced intervention reported safer needle practicesthan injection drug usersin the
dandard intervention.

Examplesof Effectivelnterventionsfor Heter osexual Adults

TheReal AIDS Prevention Project (RAPP1) was designed to determinethe effects of a
community-leve intervention, including amediacampaign, outreach, and community
mobilization, on condom usewith main and non-main partners. Participantsincluded
3,725 sexud|ly activewomen of reproductive agein four matched pairsof inner-city
communities. Inthisgroup of women, 73% were African American, 20% were L ating,
and 7% were of other racia and ethnic groups. Women in theintervention communities
reported agreater increasein cons stent condom use with non-main partnersthan women
inthe comparison communities.

A study to determinethe effects of asmall group video-based intervention entitled, Video
Opportunitiesfor Innovative Condom Education and Safer Sex (VOICES/VOCES), was
conductedinaSTD clinic with adult male participants. Of the 2,004 participants, 62%
were African American and 38% were Hispanic. Sessionsincluded a20-minutevideo and
discussion among agroup of 3to 8 men. Menwho participated in theintervention had a
sgnificantly lower rate of new STD infection than men inthe comparison group.

Examples of Effective Interventionsfor Men Who Have Sex with Men

The M powerment Project |ooked at the effects of acommunity-leve intervention to reduce
HIV risk behaviorsamong gay men. Of agroup of 300 participants, 4% were African
American, 7% were Asian or Pacific Idander, 81% were white, and 2% were of other
racia and ethnic groups. A coregroup of young gay men designed theintervention with
input fromaCommunity Advisory Board. The multi-component intervention included two
typesof formal outreach, informal outreach, peer-led smal groupsand asmall publicity
campaign. Menwho participated in the Empowerment Project reduced their frequency of
unprotected and intercourse significantly morethan the men in the comparison community.



* Atwo-partintervention wasddivered to gay male popular opinion leaders as part of the Popular
Opinion Leader (POL) project. Of the 1,469 gay men who participated in this project, 9% were
African American, 85% werewhite, 5% were Latino or of other racial and ethnic groups. Thefirst part
of theinterventionincluded four 90 minute education sessionsrelated to the epidemiology of HIV,
effectiveand controversid hedlth promotion messages, and real -life conversations and problem solving.
Inthe second part of theintervention, the popular opinion |leaders agreed to have conversations about
AIDSrisk reductionwith at least 14 peersin bars. Men from communitiesthat received theintervention
reported asignificantly greater reductionin unprotected ana intercourse than the men from the compari-
soncommunities,

Examplesof Effectivelnterventionsfor Youth

* Jemmott, et al., conducted research in which African American adol escent maleswererandomly
assigned to receivean AlDSrisk-reduction intervention for the purpose of increasing AIDS-rel ated
knowledge and | essening problematic attitudestoward risky sexua behavior, or to receiveacontrol
intervention on career opportunities. The adolescentsreceiving the AIDSintervention subsequently had
greater AIDS knowledge, lessfavorable attitudes toward risky sexual behavior, and lower intentionsto
engagein such behavior than did thosein the control intervention. Three-month follow-up datareveaed
that the adol escentswho received the Al DSintervention reported fewer occasions of sexual inter-
course, fewer sex partners, greater use of condoms, and alower incidence of heterosexual anal inter-
coursethan did the other adolescents. Theseresults suggest that interventionsthat increase knowledge
about AIDS and change attitudestoward risky sexual behavior may have promising effectson African
American adolescents risk of HIV infection.

* IntheAdolescentsLiving Safely: Awareness, Attitudesand Actions(3a) Project, asmall group inter-
vention wastargeted to 312 runaway and homelessyouths, of whom 57% were African American,
22% were Hispanic, and 16% werewhite or of other racia/ethnic groups. Theintervention consisted of
10 group sessionson arotating basis, three times per week, repeated every four to six weeks, and one
individual counsdling session. Participantsin theintervention reduced both the number of unprotected
sexud actsand their substance use sgnificantly more than adol escentsin the comparison shelters.

It isimportant to note that some of the studies described here focused specifically on communities of color
(anareainneed of further attention). Most included research participantsfrom diverseracial/ethnic groups;
for these studies, animportant area of needed work issub-sample anaysisto gaugethereative effective-
nessof theseinterventions across demographic groups.

Findingsfrom NIH Consensus Development Conference

A 1997 scientific consensus conference sponsored by the National Institutes of Hedlth that reviewed
existing dataon the effectivenessof HIV behaviord interventionsresulted in the following recommendation:
“Preventiveinterventionsare effectivefor reducing behaviord risk for HIV/AIDS and must bewidely
disseminated” (Interventionsto Prevent HIV Risk Behaviors. NIH Consensus Statement 1997, February
11-13;15[2]). Thefollowingisexcerpted from that report:

Three approachesare particularly effectivefor risk in drug abuse behavior: needle exchange programs,
drug abuse treatment, and outreach programsfor drug abusers not enrolled in treatment. Severa
programswere deemed effectivefor risky sexual behavior. These programsinclude (1) information



about HIV/AIDS and (2) building skillsto use condoms and to negotiate theinterpersona challenges of
safer sex. Effective safer sex programs have been devel oped for men who have sex with men, for
women, and for adolescents.

When we consider the available knowledge from the entire body of literature, we canreach aclear
conclusion: Prevention programssignificantly reduce HIV risk behaviors. Thisistrueacrossavariety of
risk behaviorsand in avariety of populationsat risk.

Do Prevention Programs Reduce Behaviora Risk?

Expertsinthefield have used different designsfor eval uating prevention programs. The most rigorous
design usedin someareas of research, the randomized controlled tria, hasbeen used in HIV prevention
research but ismore appropriate for testing some questionsthan others. For example, evauating the
effectsof legidative changeswould rarely be possi blewith randomized research. To draw itsconclu-
sons, the pand examined the body of literaturein agiven areaby considering al existing approachesto
research, the strength of agiven design for addressing a specific question, the number and strength of
existing studies, and the convergence of effects.

Men Who Have Sex With Men

Considerableresearch hasfocused on risk reduction in men who have sex with men. Descriptive studies
and nonrandomized studieswith control groups show positive behaviord effects, asdo randomized
studies. The studieswith random assignment to groups are clustered intwo areas: individual interven-
tionsddiveredinsmall group settings and programsaimed at changing community norms(e.g., usng
peer leadersin community settingsto deliver programs). Theseintervention programsfocuson informa-
tion, skillsbuilding, self-management, problem solving, and psychologica factors such as salf-efficacy
and intentions. Studieswith clearly defined interventions, retention of samplesto alow follow-up periods
aslong as 18 months, and reasonabl e sample s zes show substantid effectsfor intervention over minimal
intervention or control conditions. Moreintensiveinterventions(e.g., more sessions) boost efficacy.

Heterosexud Transmisson

Adult Women at Risk from Sexual Transmission. Datafrom avariety of settingsdemonstratethe ability
to prevent HIV risk behaviorsinwomen. A randomized trial involving acognitive behaviord intervention
amed a inner-city women with high risk of acquiring HIV through heterosexua contact providessome
of the strongest evidence of impact. Three monthsafter intervention, women in theintervention reported
adoubling of condom usefrom 26 percent to 56 percent for al intercourse occas ons; no such change
occurred for women in the comparison group. A second randomized tria, targeted at pregnant women,
showssimilar resultsat a6-month follow-up. Resultsfrom athird randomized study yet to be published
show reductionsin unprotected sex and sexualy transmitted diseases. A study inrura Tanzaniainvolv-
ing treatment for sexua ly transmitted diseases, condom distribution, and health education found more
than a 50 percent reduction in HIV seroconversion incidence over a2-year period in women ages
15-24. Seroconversion aso diminished in counsdling programsfor women attending aclinicinKigali,
Rwanda, and for sex workersin Bombay, India.

Couples. Thereisevidencethat cons stent and correct condom usereducesHIV seroconversion to
nearly zero in both male and female heterosexual partners. Counsaling of couplesin aEuropean study
was associated with largeincreasesin protected sexua behavior.



Adolescents. The strongest support for reductionsin abroad array of risky sexua behaviors comes
fromrigorous studies. Five randomized controlled trial sused cognitive and behaviora skillstraining and
targeted maleand femae, African-American, Latino, and European-American adolescentsin health
clinicsand inner-city schools. Studiesvaried in sample size, and follow-upswerelimited to 1 year or
less, but resultswere consistently positive, with outcomes such as condom acquisition, condom use, and
reduced number of partners.

Injecting Drug Users

Prevention for injecting drug users hasinvol ved drug abuse treatment in some cases, and outreach
focused on both drug useand HIV risk behavior in others. Both approaches have been effective.
Programsamed specifically at treating drug abuse show positive effects on risk behavior and havethe
additiond benefit of affecting drug use. These have shown minimal effectson high-risk sex. Community
studiestraining outreach workers or using an educationa mediacampaign to reduce the use of nonsterile
needles show increased protected sexud behavior and 9 owing of seroconversion rates, dong with
impressivereductionsin drug use.

Policy and Large-Scale Interventions

Asinother areas(e.g., smoking, injury control), policy interventions can remove barriersto protective
behavior. Inthe United Statesand other countries, such interventions have resulted in dramatic reduc-
tionsinrisk behavior. In Connecticut, for example, asinglelegidative action legalizing over-the-counter
purchase of sterileinjection equipment led to animmediate and profound reduction in the sharing of
nongterile needles. A nationa campaign in Switzerland to promote the use of condomsdramatically
reduced risky sexual behavior. Regulations on the use of condomsby sex workersin Thailand asoled
to fewer unprotected sex acts. Theresultsthusfar have been impressive. Given the potential benefit of
policy changes, these should beimplemented asloca circumstancesallow and, onceimplemented,
should be evaluated as often and thoroughly aspossible.”

Cost-Effectiveness of | nterventions

HIV prevention programsare an outstanding investment of public funds. CDC scientists have devel oped
important toolsfor estimating the economic impact of HIV prevention programs, taking into consideration
the effective combination drug therapiesthat are now available. Theeconomic mode estimateslifetime
treatment costs (based on the newest treatment scenarios) and bal ancesthose costs against the current
nationa investment in HIV prevention to determinewhat level of successisneeded to savethenation
money. Thefindingsindicatethat only 3,995 infections must be prevented annually to actualy result in cost
savings, and only 1,255 infections must be prevented for theinvestment to be cost-effective. Given recent
evidence on the effectiveness of preventioninterventions, researchersgeneraly believethat the number of
infectionsactually being prevented greatly exceedsthe cost-saving level.



Implementing a Comprehensive and Effective Community Response
to HIV/AIDSin Communities of Color

ASSESSING EXISTING SERVICES AND IDENTIFYING UNMET NEEDS
Overview

Theprevious sectionsof thisreport provide background on the scope and challengesof addressing the
severity of HIV/AIDSin communities of color. Beginning with the epidemiology of thediseaseintheU.S,,
itsimpact on African Americans, Hispanics, American Indiansand AlaskaNatives, and Asansand Pacific
|dandersthrough interventions and community responsesto the epidemic. Thissection of thereport pro-
vides an assessment of existing servicesand programs offered by agencieswithin the Department of Health
and Human Services (DHHY) to addressthe needs of all communities of color coping withissuesrel evant
toHIV and AIDS and hedlth care disparities. Specifically, thissectionwill review activitiesand advance-
ments made by the Centersfor Disease Control and Prevention (CDC), the Health Resources and Services
Adminigtration (HRSA), the National Institutes of Hedlth (N1H), and the Substance Abuseand Mental
Hedlth Services Administration (SAMHSA) to counter HIV/AIDSin communities of color and will offer
suggestionsfor futureactivities.

I nventory of Current HIV/AIDS Activities

Centers for Disease Control and Prevention (CDC)

History

CDC haslong recognized the need for prevention programsthat aretailored to the needs of racial and
ethnic communities. Asearly asJuly 1982, CDC expertsreported that 37 cases of AIDS-related pneumo-
niahad occurred among African Americans. In 1986, in aspecia report on AIDS among African Ameri-
cansand Latinos, CDC reported that L atinas make up morethan 1in 5 casesamong women. CDC's
major publications, including the Morbidity and Mortaity Weekly Report (MMWR) and various newd et-
ters, haveregularly featured specia reportsand articles highlighting such findings. 1n 1987, aportion of
CDC sfunding for state and local health departmentswas specificaly designated for prevention programsin
African American and other minority communities. 1n 1988, additiona funding was made availablefor the
Nationa and Regiona Minority Organizations(NRMO) program. AIDS surveillance dataamong minorities
continued to show the need for additiona prevention effortsand, in 1989, minority community-based
organizations began receiving direct funding from CDC. All thewhile, CDC has continued to work to
promote awarenessof, and support for, HIV prevention by featuring information in numerous scientific
presentations, publications, exhibits, and journal articleson the disproportionateimpact of HIV among
communitiesof color.

Congressional Black Caucug/Minority HIV/AIDSInitiative
In 1998, these ongoing prevention effortswere dramatically expanded asaresult of theincreased funding to

enhancetheresponseto HIV/AIDS in racia and ethnic communities. Specificaly, increased fundingin FY
1999 and FY 2000 has enabled CDC to:



. Support additional community-based organizationsfor prevention servicestargeted to communities

of color;

. Enhancethe capacity of underserved communitiesto provide HIV prevention services,

. Expand effortsto reduce mother-to-infant HIV transmission;

. Award grantsfor HIV prevention servicesto faith-based organi zations and organi zations specifically
working with gay men of color;

. I ncrease prevention servicesto reach high-risk minority populationsin correctiona facilities; and

. Increase HIV testing effortsamong individualsat greatest risk for HIV infection.

Community-Based Prevention Projects for African Americans

Funding for community-based prevention projectsfor African Americans supportsatota of 47 community-
based organizationsto provide HIV counseling, testing, and referral services, health education and risk
reductioninterventions, referral and linkages, and coordination and collaboration with hedlth departments
and community planning groups.

Community Coalition Development Projects

Funding for community coalition development projects supportsatota of 23 community organizations,
including health departmentsto plan and establish alinked network of HIV, STD, TB, and substance abuse
prevention, trestment, and care servicesin specifically defined, heavily affected communitiesand communi-
tiesof color.

Capacity-Building Assistance to African American CBOs

Funding for capacity building ass stanceto African American CBOs supportsatota of six organizationsto
providetechnical assistancefor organizationa capacity development, HIV prevention serviceddivery, HIV
prevention community planning, and community capacity and leadership development.

HIV Prevention Projects for Faith-Based Organizations

Funding for HIV prevention projectsfor faith-based organizations supportsatotal of ten organizationsto
develop HIV and substance abuse prevention curriculaand training programsfor divinity schoolsof Histori-
cally Black Collegesand Universties (HBCUSs), and supports capacity building technica assistancefor
faith-centered direct HIV prevention service programs.

H1V Community- Based Prevention for U.S. Virgin I slands

Funding for HIV community- based preventionfor U.S. VirginIdands supportsatotal of three community-
based organizationsto provide HIV counseling, testing, and referral services, health education and risk
reductioninterventions, referral and linkages, and coordination and collaboration with hedlth departments
and community planning groups.

Community-Based Prevention Services for Gay Men of Color

Funding for community-based prevention servicesfor gay men of color supportsatotal of 34 organizations
to provide HIV prevention servicesto African American, Latino, Asan/Pacific Idander, and American



Indian AlaskaNative gay men, and supportsatotal of seven nationa, regiona, and local organizations
providing technica ass stance to community-based organizations serving gay men of color.

Corrections Activities

Funding for corrections activities supports nine projectsto link incarcerated popul ationswith community
prevention and care services, linked networks of HIV/AIDS, STD, TB, hepatitis, and substance abuse
prevention and treatment servicesand socid services, aswell asstrengthened transitional servicesbetween
correctiond settingsand communities.

Early ldentification and Patient Education

Funding for early identification and patient education supportsatota of three projectsin devel oping anew
and innovativeearly identification strategiesto reach high-risk populations.

Prevention in HIV-infected Persons (PHIP)

Funding for prevention in HIV-infected persons supportsatotal of five projectsto provide prevention
servicesto organizations addressing the needs of African American HIV-infected persons.

Ser ostatus Appr oach to Fighting the Epidemic (SAFE)

Community-based HIV testing effortsare part of abroader CDC effort, the Serostatus Approach to
Fighting the Epidemic (SAFE). The SAFE framework focuses on identifying and reaching the growing
population of HIV-infected peoplewith quality prevention and other needed services. Aswithall effective
health promotion activities, prevention interventions must be directly targeted to the needs of theindividuas
or communitiesfor whom they areintended, meaning that approachesthat are effectivefor sero-negéative
individualsmay not be equally effectivefor thoseliving with HIV.

HIV Prevention Community Planning

Thelargest share of CDC’ ssupport for local prevention programsis channeled through state and local
health departmentsthrough aprocessknown asHIV prevention community planning. The processbrings
representativesfrom all affected communitiestogether with public hedlth officialsand other expertsto make
decisionsabout funding that are based on the profile of thelocal epidemic. CDC requiresthat the member-
ship of the state and community planning groupsreflect the epidemicin thesejurisdictionsand that funding
decisions be based on sound science.

Capacity Building and Technical Assistance

Recognizing that |ack of infrastructure and resourcesin communitiesimpedes effective deivery of HIV
prevention servicesto peopleof color, in 1988 CDC began funding nationa and regiona minority programs
to provide consultation, training and other forms of technical assstance (TA) tolocal community groups.
These capacity building activities have steadily increased over time and have evolved to address complex
HIV prevention needs. Capacity-building organizationsare funded to strengthen community-based organi-
zations and affected communitiesworking to prevent HIV among peopleof color. Inaddition, CDC
continuesto fund and work closely with the Technical Assistance Providers Network for HIV prevention



community planning. The Network workswith community planning groups (CPGs) and CDC project
officersto: 1) diagnoseand clarify TA needs; 2) identify local, regiona and/or national TA providers, 3)
arrangefor TA providersto deliver assistance; 4) monitor theddivery and effectivenessof TA; and 5)
develop toolsfor use by CPGsand health departmentsto support community planning.

Research

CDC devel ops and evaluates both biomedical and behavioral approachesto HIV prevention. Thetranda
tion of research findingsinto effective program interventions providesthe basisfor targeted HIV prevention
programs. Currently, CDCissponsoring the CITY (Community Intervention Trid for Youth) Project, which
isaresearch study in 13 communities acrossthe country targeting young men, ages 15 - 25, who have sex
with men. Inthisstudy, researchersare eva uating the effectiveness of community-wide programswhich use
peer health educators, asocial marketing campaign, socid events, and small group skills-building work-
shops. Aswithany new toolsfor prevention, science must determine what influences peopl€ swillingness
and ability to use specific methods. CDC behavioral scientists areworking on how these prevention
methods can and should be bal anced with existing prevention options.

Health Resour ces and Services Administration (HRSA)

“HRSA's goal isto have 100% access to high quality health care and 0% disparity in health outcomes
for recipients of all HRSA-funded HIV programs. The CARE Act provides one of the only mechanisms
where 100% access, 0% disparity can be achieved in the face of this epidemic.”

Funding support through the Ryan White Comprehensive Al DS Resources Emergency (CARE) Act of
1990 (Public Law 101-381) and the FY 1999 collaboration between the Department of Health and Human
services and the Congressiona Black Caucus (CBC), hedp HRSA and the HIV/AIDS Bureau (HRSA/
HAB) work to lessen the burden of HIVV and AIDSin African American, Latino, American Indian and
AlaskaNative, Asian and Pacific Idander communitiesand other populationsof color. InFY 1999 over
$1.4billionin CARE Act funds supported programsin 50 states, the Digtrict of Columbia, Puerto Rico, and
U.S. Territories. The Ryan White CARE Act appropriation for FY 2000 isapproximately $1.6 billion. The
magjority of Ryan White CARE Act fundsare used for medical careand treatment. Funding fromthe Act
reaches|ow income, poor and disenfranchised populations.

In 1998, the Department of Health and Human Services (DHHS), working with the Congressional Black
Caucus (CBC), HRSA/HAB' seffortstofight againgt racid and ethnic disparitiesin HIV and AIDS care
and treatment. The CBC/DHHSI nitiativeto Address HIV/AIDSin Racial and Ethnic Minority Com-
munities added $17.8 million to the Ryan White CARE Actin FY 1999. Refer tothe HRSA/HAB Web
stehttp://hab.hrsa.gov/ for additiona information onthe CARE Act.

TITLE | FUNDING - Emergency AssistancetoEMA’s

Funds support awide range of community-based services, including outpatient health care, denta care,
support services such as case management, home health, housing and transportation assistance, and inpa
tient case management services. Inthefirst year of CBC/DHHSfunding, FY 99, awardswere based on
EMAswith 30% or more African American and Latino HIV/AIDS cases. InFY 99, CBC/DHHS awards
weremadeto 48 EMAS. For FY 2000, CBC/DHHSTitlel grantswere awarded on aformulabased on
the estimated number of living AIDS casesintheEMA. InFY 2000, CBC/DHHSTitle| awardsreached
51 EMAsand more than 10,000 African Americansand L atinos received new or expanded services.! The



god of theseawardsisto improvethe quaity of care and health outcomesfor minority populationsliving
with HIV/AIDS, to expand service capacity in communitiesof color, (i.e. African Americans, Latinos,
Native Americans, Native Hawaiians and Pacific Idanders), to assist children orphaned by AIDS, and to
expand peer educationto individualswith AIDS.

TITLE Il FUNDING - FormulasGrantsand ADAP

Services supported under Titlell include home and community based hedlth care and support services,
health insurance coverage; HIV care consortiathat assess needs, organize and deliver HIV services; direct
health and support services; and drug assistance through the AIDS Drug Assistance Programs (ADAPs).
ADAPs provide medication ass stance to low-incomeindividua swith HIV disease who have limited or no
coveragefrom privateinsurance or Medicaid. States project that in FY 2000 approximately 125,800
individualswith HIV diseasewill accessADAPs. Further, states estimate that in any given month, ADAPs
will serve approximately 73,000 people, anincrease of 9,000 from the states' 1999 projection of 64,000.

TITLE Il FUNDING -HIV Early Intervention Servicesand Primary M edical Services

InFY 1999 funding support from the CBC I nitiative enhanced outreach effortsto target populationsdigible
for funding under Titlel11’ sEarly Intervention Services Program (EI S) and to hel p community health centers,
build new capacity for primary care provider organizationsto link with CBOsin highly impacted minority
communitiesfor the delivery of needed health care services. Because of the CBC support, over 60 CBOs,
community health centersand other medical facilitiesreceive funding support.

TITLE IV FUNDING - Women, I nfantsand Children

TitlelV supportscomprehensive, community-based, and family-centered services providing acontinuum of
carefor at-risk populations. The mgjority of clientsserved by the TitlelV programsarefromracia and
ethnic minority groups—specificaly, 48% African American, 30.8% Hispanic, and 9.6% other non-Cauca
gan.

InFY 1999, TitlelV funding supported 48 grants and three specid initiatives- the African American
Children’sInitiative, Grantsfor Adolescent Services, and the REACH Project. Supplemental funding
from the CBC Initiative contributed to the work of the Ryan White HIV/AIDSCarefor Children, Women,
Youth, and Families Program. In FY 2000, CBC funding is used to support care and accessto care and
research for children, women, youth and families affected by HIV/AIDS. Fundsweredistributed to 16
Ryan White CARE Act TitlelV granteescurrently funded under TitleIV. Supplementa funding toincrease
the number of minority children recelving servicesthrough Ryan White CARE Act TitlelV programs
reached atota of 53 state and local health departments, community health centersand hospitals.

ProgramsFunded Under Part F

Special Projects of National Significance (SPNS)

The SPNS Program funds the devel opment and eval uation of service delivery model sfor reaching vulner-
able populations, improving heal th outcomes, and responding to changesin the health care environment.
Currently thereare 27 SPNS grantsand 87 SPNS projects under the SPNS Cooperative Agreements
Initiative. Over the past five years, seventeen SPNS granteesreport serving over 4,800 people. Examples
of projects supported by the SPNS Cooperative Agreement Initiativeinclude— HIV/AIDSDemonstration
Projects for Incarcerated Individuals within Correctional Settings and the Community; Behavioral
Intervention Research Addressing Primary and Secondary Prevention Needs of HIV-Seropositive
Injection Drug Users; U.S. - Mexico Border Initiative; and the Palliative Care and Support Care
Initiative.




Additiona Contributionsof the CBC/DHHS Initiativeto SPNS Programs

InFY 1999 CBC Initiative funding established the“ Integrated Services Through Ryan White Specid
Programsof Nationa Significance.” Theproject’ sgod isthe design, development and evaluation of models
of carethat (@) target African American and Hispanic communitiesin LosAngeles, (b) can bereplicated in
other smilar localities, and (c) addresstheforma linkage and integration of HIV ambulatory medical care
and mental hedlth, substance abuse trestment and/or other critical HIV services.

HIV/AIDSEducation and Training

AsHIV/AIDS patient care has become more complex, the need for AIDS education and training has
becomeacute. Itisof particular concernfor those providing HIV/AIDS care and treatment to communities
of color that are disproportionately affected by the disease. The HRSA HIV/AIDS Bureau addressesthe
growing need for provider education on HIVV/AIDSthrough the AIDSEducation and Training Centers
(AETCs), the National Minority AIDS Education and Training Center (NMAETC), Targeted Provider
Education Demonstration Program (TPED), the National Resource Center (NRC), and the AETC
National HIV/AIDSTelephone Hotline.

AIDS Education and Training Centers

TheHRSA/HAB AIDS Education and Training Centers (AETC) network of 17 regional centersand 75
associated sites, conductstargeted, multi-disciplinary education and training programs acrossthe nation.
The primary objective of the AETCsistraining thosein primary health care (physi cians, nurses, and den-
tists), with aspecia emphasis, on training minority health care providers serving populations of color.

Nationa Minority AIDS Education and Training Center (NMAETC)

InFY 1999, through acodition of Historically Black Collegesand Universities(HBCUSs), funding from the
CBC I nitiative helped establish aNationa Minority AIDS Education and Training Center (NMAETC).
Headquartered at Howard University in Washington, D.C., with linksto the CharlesR. Drew University,
Meharry Media College, Morehouse School of Medicine, the University of Maryland at College Park, and
IMANI in Dalas Texas, the NMAETC focuseson clinicdl training, adherenceto therapy, cultural compe-
tency, management of HIV complications, anti-retrovira management, and issuesthat effect hard-to-reach
populations.

Targeted Provider Education Demonstration Program (TPED)

In October 1999, HRSA awarded nine Targeted Provider Education Demonstration (TPED) grantsto
support HIV/AIDS education and training for health and support services providersworking inracia and
ethnic minority communities highly impacted by HIV/AIDS. The specidized training devel oped through the
TPED Program prepares providersto addressthe growing health care needs of people of color living with
HIV/AIDS. Providerstargeted for the TPEDsinclude case managers, peer counselors, mental health
professionals, socia workers, substance abuse treatment providers, outreach workers, day careworkers,
treatment educators, dieticians, prison health providers, discharge planners, program administrators, home
health careworkers, and other providersinvolved in health and support services.

National Resource Center

The Nationa Resource Center (NRC) isestablished to support the AETCs, the National Minority AETC
(NMAETC), the Targeted Provider Education Demonstration Program (TPED), and other smilar, federally
funded programs. The NRC serves asamechanism for review and eval uation of thevariety of professiona
and patient education materia s currently in useby the AETC Program. The NRC disseminatesinformation
on themost recent advancesin treatment and coordinatesthe devel opment of training materialson HIV and
AIDS.




AETC Nationd HIV/AIDS TelephoneHatline

Under the AETC Nationa HIV/AIDS Telephone Hotline Program, two nationa telephone hotlinesare
funded: 1) ahotlineto provideinformation to providers on the appropriate treatment of peoplewith HIV
disease; and 2) apost exposure prophylaxishotline. The Hotline targets Hispanic, African American, and
other minority clinicians. Thegrantsa so facilitate the dissemination of information to enhance and support
the use of hotline servicesby minority providers, including Spanish-speaking providers.

HI1V/AIDSDental Reimbur sement Program

Prevention and trestment of ora health problems common among HIV-positiveindividuasare crucid for
maintaining good nutrition. The HIV/AIDS Dental Reimbursement Program offsetsthe cost of uncompen-
sated HIV careinteaching ingtitutions, improving accessto oral health care, and ensuresthat dental students
and resdentsaretrained to carefor personslivingwith HIV disease. In 1998, the Dental Relmbursement
Program funded 101 dentd institutions. Thesefunds hel ped provide careto over 66,000 individuals.

Additional HRSA/HAB Servicesto Populationsof Color

HIV/AIDS Peer Treatment/Advocacy Training Ingtituteat USC

InFY 2000theHIV/AIDS Peer Treatment/Advocacy Training Institute was established at the University of
Southern Cdifornia(USC) to provide high qudity training to HIV/AIDS peer educators serving communi-
tiesof color disproportionately affected by HIV/AIDS.

Hedthy Start
TheHedthy Start project expandsHIV and AIDS-related activitiesfor African American and other racia

and ethnic minority women of childbearing agein communitiesidentified asHed thy Start communities. In
collaboration with the Bureau for Primary Hedlth, activitiesof thisprogram include outreach to bring women
into care, and screening and counseling on HIV/AIDS and substance abuse. FY 1999 funding from the
CBC I nitiative supports 30 existing Hed thy Start grantees.

National Institutes of Health (NIH)

TheNationa Ingtitutes of Health (N1H) supportsacomprehensive portfolio of biomedical and
behaviora research aimed at preventing, treating, and controlling HIV infection and itssequella
inminority communities. Half of thetotal NIH AlDSresearch budget isdevoted to basic

research that benefitsHIV-infected adultsand children of al racia and ethnic populations. The
remaining portion of the budget isinvested in more clinically oriented research. Of that portion,
NIH invested an additional $266 millionin FY 1996 for research focusing specificaly on AIDS
inminority populations. In FY 1997 that sum increased to gpproximately $278 million. In FY
1998, more than $300 million was devoted to research targeting minorities; andin FY 1999, NIH
plansto spend more than $323 million.

NIH hasestablished programs and policies specifically designed to recruit individual sfrom
underrepresented racia and ethnic groupsinto research careersand to build research

infrastructurein minority ingtitutions. These programs providetraining and research

opportunitiesacrossthe continuum from thosefor high school studentsto thosefor independent investigators.
NIH also supportsanumber of activitieswith the goal of disseminating research information to healthcare
providersserving minority communitiesaswell astoindividuasat risk.



Specificinformation about theseinitiativesis provided below.
Inclusion of Minoritiesin AIDS Research

TheNIH hasimplemented aseries of guidelines, policies, and programsto ensurethat

HIV-infected individualsfrom the most at-risk populationsfor HIV/AIDSareenrolled and

accrued into federally sponsored AEDSclinical trids. In 1994, NIH implemented revised

Guideineson thelnclusion of Women and Minoritiesin Clinica Research, requiring applicants

to addressthe appropriateinclusion of women and minoritiesin clinical research. Applications

that fail to meet these requirements, aseval uated by peer review, are barred from funding. In

such cases, the NIH staff work with the applicantsto resolve problems, e.g., by changing the

composition of thestudy populationsor identifying projectsin theInstitutes portfoliosthat

addresssimilar research objectives and that include women and minorities with which data.can be compared.

Trainingof Minoritiesin AIDSResear ch

TheNIH recognizesthe value of the contributions made by African American health

professionalsto the conduct of research and research training. A number of NIH programsand

policiesare specifically designed to recruit individualsfrom underrepresented racial and ethnic

groupsinto research careers. These programs provide training and research opportunitiesfor high school
studentsal theway up to independent investigators, with thegoal of increasing

thediversity of thelabor pool inall segmentsof health-related research.

For example, for individualsat the high schoal, college, graduate, postdoctora, and investigator
levels, the NIH offers Research Supplementsfor Underrepresented Minorities. Under this
program, the principal investigator on acurrently funded research project can request an
administrative supplement to support the slary of anindividua from an underrepresented group
who wishesto participate in the ongoing research.

Minority Participation in Resear ch Planningand Priority Setting

OAR includesminority representativesin al AIDSresearch advisory groups, and the OAR
Advisory Council, which provides overal guidance onthe scientific direction of theNIH AIDS
research program, includes 7 minority membersout of thetotal 18 members. In addition, the
OAR research planning groups, which devel op theannua AlIDS research plan and set scientific
priorities, dso include minority representatives. These groups have been specificaly charged
with ensuring that the plan appropriatel y addresses the needsin minority communities.

New NIH AIDS Research Priorities

Under its newly gppointed Director, Neal Nathanson, OAR has adopted anew visionthat is
directly focused on the epicentersof the AIDS epidemic, including themultiple epidemicsin
minority communities. Thisvision, which we havetermed* intervention research,” givespriority
to research that will generate the products and methods required to control the epidemic.
Specific prioritiesinclude vaccine devel opment, microbicides and other female-controlled
interventions, behaviord intervention, interruption of perinatal transmisson, immune



recongtitution, and Smpler and lessexpensive antiretrovira treatment regimens. Thisstrategy
focuses on the sdlient problems confronting African American and other minority populations, as
wdll asthe medically indigent, homeless, and drug-using groups. Thekey prioritiesare
prevention of transmission, prevention of disease progression, and prevention of mortality.

Resear ch on | ssues of Concern to Communitiesof Color

Population-Specific I nter ventions

A number of NIH Ingtitutes, including the Nationd Institute of Mental Health (NIMH), National
Institute on Drug Abuse (NIDA), Nationd Institute of Child Health and Human Devel opment
(NICHD), National Institute of Nursing Research (NINR), and Nationa Institute of Allergy and
Infectious Diseases (NIAID), currently fund abroad array of basic and intervention studieswith
gpecific focuson African-American populations. Additional studiesareinthe planning stages.
For example, NIMH supportsintervention studiesinvolving African American womenin public
housing units, mothers and sons, adol escent males, gay men, and families. NIDA supports
ethnographic and intervention studiesfocused on African American maleand femaedrug users,
including IDUsand crack cocaineusers. NIAID iscurrently planning aninterventiontrial
focusing onHIV prevention among crack-using African American women. Thesestudies
generally are supported through usua NIH grant mechanisms, and some havereceived specia
OARHIV Prevention ScienceInitiativefundsor other supplements.

Natural History and Epidemiology Resear ch: NIH conducts studiesto examinethe
transmission of HIV, the progression of HIV-rel ated disease (including the occurrence of
opportunisticinfections[Ol ), the development of malignancies, theincidence of neurologica
and neurobehaviora dysfunction, the occurrence of ora manifestations, and the devel opment of
other sequella. Ethnic and racially diverse cohortsof HIV-infected individualsand
HIV-uninfected individuasat risk of infection arefollowed in clinicd epidemiology studiesat
domestic and internationd sites. By maintaining thisdiversity, dataobtained from such studies
will havevalidity for all communitiesimpacted by HIV infection. Examplesof studiesinclude:

AIDSClinical TrialsInfrastructuresin Minority Ingtitutions. The AIDSClinicd Trids
Infrastructuresin Minority Institutions are supported by NIH to enhanceHIV clinical research
performed a minority ingtitutions. This program enhancesthetraining and number of minority
investigatorsinvolved in ACTG research and the number of minority participantsinclinica
studies. NIH fundsthe Research Centersin Minority Ingtitutionsto support the
infrastructure to conduct biomedical research at minority ingtitutions.

HBCUs: NIH outreach programsprovidetraining to health professional s affiliated with
Higtoricaly Black Collegesand Universities(HBCUS) intheuse of e ectronicinformation
resources so that thisinformationisreadily availablefor hedlth professonalsworking closely
with HIV-affected communities.



Participation of People of Color in NIH-Sponsor ed Resear ch

Annual AIDSResear ch Plan: TheNIH’scommitment and priority of enrolling HIV-infected
individualsfrom at-risk populationsinto AIDSclinical trialsisunderscoredintheNIH Planfor
HIV-Related Research, which states: “Itiscritica that the participation of specific
populationsin NIH-funded clinica tridsreflect the changing demographicsof Inv infection and
AIDS, including women, children, adolescents, drug abusers, injection drug users (IDUS),
minorities, theurban poor, and individualsresiding in rura areas. Recruitment and enrolIment of
these underrepresented populationsisahigh priority in NIH-sponsored studies. Whenever
possible, interagency collaboration should befostered to enhance participation of these
populations, including provison of ancillary services.”

Trainingand Infrastructure

Behavioral Research Training. NIH supportsaprogram at the Center for AIDS Prevention
Studies(CAPS), Univergty of Cdifornia, San Francisco, titled “ Collaborative HIV Preventionin
Ethnic Minority Communities.” Aspart of that program, CAPS supports about eight minority
scholarsin behaviora and social research to spend two summers at the Center to work with mentorsand to
further devel op research, publication, and grant-writing skills. In 1998, four of theeight
scholarswere African American and focused onissuesof HIV prevention and service ddlivery
among African American communities (including the devel opment of Afrocentric models).
International Training. NIH begananew initiativein FY 1997 designed to provide high-quality
overseasresearch training experiencefor U.S. pre- and postdoctoral research investigatorswitha
specid emphasison the participation of minority scientists. Thisprogram should resultinan
increasein the number of minority investigatorsin all areas of basic and clinical research,

including AIDS-related studies.

Many NIH Ingtitutes have additional training programs. For example, NIDA, has

implemented anumber of programsto encourage African American and other ethnic minority
studentsand scholarsto pursue careersin drug abuseresearch. Thefollowing initiativeshave
been established to increase the participation of African Americansand other ethnic minoritiesin
NIDA’sresearch program. None of theseinitiativesare specifically focused on AIDSresearch;
however, individualsinterested in AIDS research may seek support through these programs.

Resear ch Supplementsfor Underrepresented Minorities Program. Thisprogram hasbeen
utilized to train ethnic minoritiesto conduct drug abuse research. A number of grants have been
supplemented to support training for African American scholars, many of who have been
involvedin NIDA’'s AIDS research grant program. Funds awarded through this program may be
used to support salaries, tuition, travel, and suppliesfor recipients.

TheHistorically Black Collegesand Univer sities Resear ch ScholarsAward Program. This
RFA wasdesigned to assst HBCUsto devel op aresearch infrastructure and program involving
faculty and students. Thisgrant program, funded at theend of FY 1998, alowsHBCUsto recruit
an experienced research scientist to carry out adrug abuse research program and to train faculty
and students. Funds are available through this program to conduct research and enhancethe
research capacity of the universty.



Technical Assistanceto Historically Black Collegesand Univer sities Program

A contract was awarded to Howard University to providetechnica assistanceto faculty and staff at HBCUs
toincreasethelr research readiness and to encouragethelr pursuit of careersin drug abuse

research. A number of drug abuse research applications have been devel oped under this program.

HBCU Drug Abuse Research Infrastructure Building Program. A contract was awarded to

Howard University to strengthen itsdrug abuse research infrastructure and train faculty and

studentsfor careersin drug abuse research. AIDS research was one of several subject areas

emphasized by the University. Several drug abuse research applications have been devel oped by

Howard Universty faculty membersunder thisprogram.

Dissemination of Resear ch Information to Minority Communities

TheNIH Office of AIDS Research supportsanumber of activitieswith thegoa of disseminating
research informationto hedlth care providers serving minority communitiesaswell asto
individualsat risk. These programsare sponsored in collaboration with national and local
community-based organi zations serving minority communities:

Regional M eetings: OAR sponsorsaseriesof regiona information dissemination programsto
bring current researchinformation to community health care professionds, particularly in
minority communitiesand to communitieswith theleast accessto information. Meetingshave
beentargeted to L atino, Native American, and African American communities. Other
conferences have focused onissuesrel ating to women.

Community Forums. OAR sponsorsacommunity forum program designed to bring research
information to the public and communitiesat risk. A seriesof scientific meetings, featuring
nationally recognized researchers, have been held around the country in collaboration with
nationa and loca HIV/AIDS community organizations.

Collabor ations: OAR sponsors collaborative projectswith national community organizations.
For exampl e, through an ongoing collaboration with the Nationa Minority AIDS Council
(NMAC), OARisconducting an AIDS Research Ingtitute at the U.S. Conferenceon AIDS, the
largest meeting of minority health care providersand the AIDS-affected community. OAR dsois
planning to work with the National Medical Associationto develop regiona outreach activities

in associ ation with the Office of Research on Minority Health and the Office of Research on
Women' sHedth.

National Minority AIDS Council: In collaborationwithNMAC, OAR iscollaborating on
information dissemination projectsthat include I nternet accessto PHS conferencesand
presentations, AIDStreatment publicationstargeted to minority communities, and exhibiting of
NIH AIDSresearch information at local and national minority AIDS meetingsand conferences.

Substance Abuse and M ental Health ServicesAdministration (SAMHSA)

Sinceitsinception, SAMHSA has supported HIV/AIDS-related activitiesthrough its Centers. SAMHSA's
Center for Mental Health Services (CMHS) supportsaportfolio of projects designed to educateand train
traditiona and non-traditional mental health care providersto addressthe mental health needsof HIV-
infected personsand those at risk for HIV infection. Since October 1992, more than 64,000 mental health
care providers havereceived specidized training supported by the CMHS program.



SAMHSA isincreasingly involved in addressing the interconnected epidemics of substance abuseand HIV/
AIDS. In August 1996, SAMHSA, along with other Federal agenciesand national organizations,
co-sponsored aforum to bring substance abuse and HIV/AIDS policy makers, and service providers
together to improve collaboration and integration of substanceabuseand HIV prevention. Inaddition,
SAMHSA's Officeon AIDS convened agroup of expertsfrom thefield to assist in the devel opment of
effective plansto ensure that substance abuse prevention and treatment, and menta hedth arefully inte-
grated with HIV/AIDS prevention strategies and to recommend K nowledge Development and Application
(KDA) study questionsintheareaof HIV/AIDSasit relatesto substance abuse prevention and treatment,
and menta health. 1n 1997, SAMHSA co-sponsored nationa HIV/AIDS conferences, i.e., theLatino

L eshian and Gay Organization Conference, the United States Conferenceon AIDS, and Men Who Have
Sex With Men Conference.

In 1998, SAMHSA devel oped an interagency agreement to fund the Nationa Association of Stateand
Territorial AIDSDirectors (NASTAD) to collect and devel op informational dataon how the statesare
collaborating around issuesreating to HIV/AIDS and substance abuse. Becausethe mgjority of the AIDS
casesamong African American women and children aredirectly or indirectly attributableto acohol and
other drug use, SAMHSA entered an interagency agreement to fund the National Minority AIDS Council
(NMAC) to develop forumsto provide aunique opportunity to gather relevant datato assist SAMHSA
policy and program staff in devel oping future strategiesto addressHIV/AIDS and women-rel ated i ssues.
The SAMHSA AIDS Officeinitiated the development of astrategic planfor SAMHSA'SHIV/AIDS
activitiesand programs.

InFY 1999, SAMHSA received funding from for the Congressional Black Caucus Initiativefor compre-
hensive substance trestment and prevention programsfor certain minority populationsat risk for HIV or
livingwith HIV/AIDS. Theseinclude: substance-abusing African American and Latino men (including men
who have sex with men), women and young people. The Center for Substance Abuse Treatment and the
Center for Substance Abuse Prevention were designated to administer the CBC-funded initiatives. These
initiativesare discussed under thelisting of CSAT’ sand CSAP sHIV/AIDSactivitiesand will continuein
FY 2000.

InFY 2000, SAMHSA and its Centerswill continueto pursue and participate in collaborative effortswith
other federal agenciessuch asthe CDC, NIH, HRSA, IHS and HCFA aswell asour state partnersand
national constituency organizationsto address the multifaceted needs of substance abusersat highrisk for
HIV infection or livingwith HIV disease. SAMHSA will utilizeinformation and datagathered from the
CBCinitiativesand activitiesto continueto target activitiesand linkagesto eradi cate and minimize substance
useand HIV infectioninthose communitiesat highrisk.

Activities

HIV/AIDSHigh Risk Prevention/l ntervention
Project SHIELD: TheHIV/AIDSHigh-Risk Behavior Prevention/Intervention Model for Young

Adults/Adolescents and VWomen Programisacollaborative venture aimed at bringing AIDS prevention
into the community. Project SHIELD isamultisiteeffort with the potential to test the efficacy of HIV/AIDS
prevention and interventions and generaizethe study resultsto alarger study population. Althoughthe HIV
prevention field hastraditionaly relied on salf-reports of risk behaviorsasthe primary outcome, Project



SHIELD will measure participants” self-reported behavior change, which may be biased, aswell asactu-
ally measure reductionsin diseases such ascommon STDsthat are associated with considerable adverse
reaction that may facilitate HIV transmission.

ActivitiesRecelving Funding from the Congressional Black Caucus|nitiative

Targeted Capacity Expansion Cooper ative Agreementsfor Substance Abuse Prevention and HIV
Prevention

These grantsto increase community capacity to provideintegrated/cross-trained substance abuse preven-
tion and HIVV/AIDS prevention servicestargeted to at-risk African American, Latinos and other racial/
ethnic minority youth, and to African American Latinosand other racia/ethnic minority women. Targeted
Capacity Expansion programstarget service gapsor emerging problems. Thisprogram promotesthe

sel ection, adoption/adaption, implementation, and eval uation of the effectiveness of integrated substance
abuseand HIV/AIDS prevention interventionsthat are age and language appropriate, culturaly adapted,
and gender and sexual orientation-specific.

A Contract for Developmental Technical Assistanceand Staff Development for 30- 40 Minority

Community-Based Or ganizations
Fundsunder this program would be used to support the development of public and domestic private

nonprofit and for-profit minority community-based organi zations (CBOs) with arange of different develop-
mental needs. CBOslocated in Metropolitan Statistical Areas(MAS) withannua AlIDS caseratesgreater
that 15 per 100,000 or in Stateswith annua AIDS caserates greater than 10 per 100,000 popul ation will
be€ligibleto apply for asubcontract. Fundsare provided to plan, organize, and devel op infrastructure. In
addition technical assstance would be offered to support strategic planning, bus ness plan devel opment,
program design and devel opment, organi zational management, human resources and fiscal management and
acocounting.

Targeted Capacity Expansion Program for Substance Abuse Treatment and HIV/AIDS Services
Thisprogram provides grantsto enhance and expand substance abuse treatment and servicesrelated to

HIV/AIDSin African American, Latino and other racid and ethnic minority communitieshighly affected by
the twin epidemicsof substance abuseand HIV/AIDS. Grantsfunded through this program are expected
to target women and women with children, adol escents, men who inject drugs, men who have sex with men
(MSM), and men and women who have been released from prison. The program seeksto addressgapsin
substance abuse treatment capacity, and to increase the accessibility and avail ability of substance abuse
treatment and related HIV/AIDS services (including STDs, TB and Hepatitis B and C) for those targeted
populations.

Community-Based Substance Abuseand HIV/AIDS Outreach Program
This program supports community-based HIV/AIDS outreach programsin African American, Latino and

other ethnic, racial minority communitieswith high rates of substanceabuseand HIV/AIDS. Theprogramis
designed to devel op CBO outreach projects, funding outreach workersto provide HIV counsdling and
testing services, health education and risk reduction information, accessand referralsto sexudly transmitted
disease (STD) and tuberculosis (TB) testing, substance abuse treatment, primary care, mental health and
medical servicesfor thosewho areHIV positive, have AIDS, or areat highrisk for HIV.



CSAT HIV/AIDSAction Grant Program
The CSAT HIV/AIDSAction Grant Program supportsthe adoption of specific exemplary practicesrelated

to theddlivery, integration or organization of HIV/AIDS and substance abuse treatment servicesor service
systemsthat arefocused on serving African American and Latino and other racia and ethnic populations at
high risk of substance abuseand HIV. Grantsfunded through this program target women and women with
children, adolescents, men who inject drugs, men who have sex with men (M SM), and men or women who
have been released from prison. Specificaly, thisprogram isdesigned to encourage communitiesto identify
and build consensus around exemplary service delivery system practicesthat are relevant and meet the
communities needs, and that can be readily incorporated into service delivery systems.

Recommendations

Based onthisinventory of HIV/AIDS activities currently underway within DHHS, implementation of the
following 20 recommendationsfor enhanced and new activitiesto further address disparitiesamong commu-
nitiesof color isnecessary to make even greater stridestoward eliminating these disparities. Some of these
recommendations have been adapted from the draft “ National Minority HIV Plan,” dated September 1998,
developed by the DHHS Office of Minority Health. In addition, these recommendati ons have been catego-
rized into six broad public health categorieswhichinclude: 1) program; 2) program eva uation; 3) policy
development; 4) research; 5) surveillance and epidemiol ogy; and 6) technical assistance and capacity
building.

Program

1. I ncrease the number of minority community-based organizations (CBOs) and AIDS service organi-
zations (ASOs) that ddliver scientifically sound and culturaly relevant prevention programsfor
communitiesof color and closely coordinatetheir effortswith HIV prevention community planning.

2. Makefundsavailablefor culturdly, linguisticaly, and gender-appropriate HIV prevention
programsfor personswho inject drugs. Interventionswith astrong scientific basisshould be
emphasized.

3. Increase accessto HIV counseling and testing among communities of color and enhance linkagesto
care, support services, substance abusetreatment, and menta health services.

4, Consder factorssuch asprevailing poverty and alack of cultural awarenessthat might hinder
program planning and implementationin communitiesof color.

Program Evaluation

5. Conduct continuous quality improvement and eva uations of CBOs, ASOs, and Hedlth Departments
(including community planning groups) and make adjustments asindi cated and needed.



6.

7.

Ensurethe representation and participation of al racia and ethnic groupsand individualsliving with
HIV and AIDSinthe development, implementation, and evaluation of HIV and AIDS programs.

Account for al fiscal and human resourcesfor which DHHS and all agenciesinvolvedinHIV/

AlIDS-related services are responsible and identify the direct linkage between the uses of these
fiscal and human resources and areductionin HIV infection and disease.

Policy Development

8.

0.

10.

Ensurethat clinica guidelinesfor incarcerated personsliving with HIV/AIDS are consistent with
nationally accepted disease definitionsand evidence-based guidelinesin usefor the non-incarcer-
ated population. Theseguidelinesshould include provisonsfor an adequate formulary of pharma-
ceuticasto effectively treat HIV/AIDS and linkagesto medical care upon releasefrom prison.

Conduct an andlysisof theavailahility of pharmaceutica agentsamong clientsin publicly-funded
HIV/AIDS care, and correct any identified barriersto access.

Allow tribesto participatein the Ryan White CARE Act planning bodies (consortiaand councils) at
thestatelevel. Higtorically, thetribes have been excluded onthebelief that all HIV and AIDS
servicesare covered by the Indian Health Service.

Research

11.

12.

13.

14.

Expand research effortson the barriersto effective HIV prevention programs (e.g., homophobia,
discrimination, and stigma) and implement programsand policiesto directly confront and overcome
thesebarriers.

Continueto place ahigh priority on the devel opment of microbicidesand female-controlled barriers
asakey dement of an overal emphasison prevention scienceresearch. Continueto support the
development and evaluation of improved, acceptabl e, effective, and safe physicad and chemica
barrier methodsincluding non contraceptive methodsto prevent sexua transmisson of HIV and
STDs, asstated inthe NIH Plan for HIV-Related Research. Continueto support Phasel, Phasel|
and Phasel11 tridsof varioustopical microbicides, whileexploring additiona anima modelsto
facilitate and expeditetesting.

Continueto actively recruit and retain membersof racial and ethnic minority communities(in particu-
lar women, youth and transgendered persons) to conduct and participatein existing and new clinical
treatment tridlsand vaccinetrias. Tofacilitatethis, NIH should devel op acentralized database
contai ning demographi ¢ information and provide resourcesto addresstransportation, interpretation,
and trandation needs. In particular, the use of community-based research siteswill assst withthis
effort. Inpopulationswherethereisan under-representation, over-sampling will be necessary.

NIH should look for new and improved ways of addressing the need for increased recruitment and
retention of membersof racial and ethnic minority communitiesin the research they conduct or

SPONSOr.

Continuethe promotion and funding of innovative and culturally appropriate research methodol o-
gies. Continueto encourage and fund innovative research methodol ogiesto effectively study racia
and ethnic minorities.



Surveillanceand Epidemiology

15.

16.

17.

Ensure accurate reporting of personsof color with HIV/AIDS.

Decrease the number of personsreported as*risk not reported or identified.” Thisisparticularly
important in Native American and Asian Pacific |dander populations, wheretheimpact of HIV/
AIDSishidden when incidence rates are compared with other populations.

Identify all appropriate datasources, national and regional, for subsequent anaysisand reporting of
the epidemiology of HIV/AIDSinal four racia/ethnic populations.

Technical Assstanceand Capacity Building

18.

19.

20.

Continueto provide and refine appropriate, intensve technical ass stance and capacity building
assistanceto CBOsand ASOs.

Provide more extensivetraining on parity, inclusion, and representation to Community Planning
Group and Planning Council membersto ensurethat they conduct more extensive outreachtolocal
leadersin communitiesof color not aready involvedin community planning.

Continueto create capacity for community-based service ddivery and infrastructure within commu-
nitiesand community organizationsof color. Technica assstance and theflexibility to contract with
technicd ass stance consultants (nationally and locally) should expanded.

These recommendationsreflect only one piece of anationa effort needed to diminate HIV/AIDS hedlth
digparitiesamong communities of color. Most of these recommendationsreflect changesin or enhancement
of activitieswhichfall under the purview of DHHS. However, any movement toward refining or implement-
ing recommendations such asthose presented herewill require theinvolvement of other federal agencies,
community members, personswho areinfected and affected by HIVV/AIDS, nationd organi zations, commu-
nity-based organizations, and state and |local representatives. Itisalso crucial that programs, evauation
activities, policy development, surveillance, and research activitiesthat arise asaresult of these recommen-
dationsbeculturally and linguistically appropriate.



Implementing a Comprehensive and Effective Community Response
to HIV/AIDS in Communities of Color
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ACRONYM

ACF
ADAP
AETCs
AHRQ
AMR
ASO
BIA
BoP
CAPTs
CAREAct
CBOs
CDC
CMHS
CPG
CSAP
CSAT
CSTE
DASH

DHAP

to HIV/AIDS in Communities of Color

APPENDIX A
GLOSSARY

TITLE

Adminigration for Children and Families

AIDSDrug Assistance Program

AIDSEducation Training Centers

Agency for Headlthcare Research and Qudlity

ADAP Monthly Report

AIDS Service Organization

Bureau of Indian Affairs

Bureau of Prisons

Centersfor the Application of Prevention Technologies
The Ryan White Comprehensive AIDS Resources Emergency Act
Community Based Organizations

Centersfor Disease Control and Prevention

Center for Mental Health Services

Community Planning Group

Center for Substance Abuse Prevention

Center for Substance Abuse Treatment

Council of Stateand Territoria Epidemiologist

Division of Adolescent and School Hedlth

Divisonsof HIV/AIDS Prevention



DHHS

DOJ

DSS

FDA

HAB

HARS

HCFA

HOPWA

HRSA

HUD

IDU

IHS

IND

INS

KDA

NAH

NCHSTP

NIAA

NIDA

NIH

NIMH

NRMO

U.S. Department of Health and Human Services

Department of Justice

Divisonof Socid Services

Food and Drug Adminigtration

Fiscal Year - generally thefederal fiscal year, October 1-September 30,
designated by the calendar year inwhichthefiscal year begins(i.e.,, FY98
begun on October 1, 1998)

HIV/AIDSBureau

HIV/AIDS Reporting System

Hedth Care Financing Administration

Housing Opportunitiesfor Peoplewith AIDSaHID initiative
Hedlth Resourcesand ServicesAdministration

Department of Housing and Urban Devel opment

Injecting Drug User

Indian Hedlth Service

Investigational New Drug applications

Immigration and Naturdization Service

Knowledge Development Application

National AIDSHoatline

National Center for HIV/STD/TB Prevention

Nationd Ingtitute on Alcohol Abuseand Alcoholism

Nationd Ingtitute on Drug Abuse

Nationa Institute of Heglth

Nationd Ingtitute of Mental Health

Nationd/Regiond Minority Organization



ONAP

OpDiv

OSE

SAMHSA

SPNS
TA

YSAP

Officeof Nationa AIDS Policy, Office of the President

Operating Division (definesfederal agenciesthat carry out program opera
tions)

Officeof ServiceEvauation

Substance Abuse and Mental Health Services Administration
Substance Abuse Prevention and Treatment

Specid Projectsof Nationa Significance

Technical Assistance

Youth Substance Abuse Prevention Initiative
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APPENDIX B

INTERNET HYPERLINKS

For additiond information on HIV/AIDSactivitiesof DHHS and its operating agencies, thefollowing
internet addresses can be accessed:

Department of Health and Human Services http:/Amww.dhhs.gov

Centersfor Disease Control and Prevention http:/AMww.cdc.gov/hiv/idhap.htm

Health Resourcesand Services Administration http://hab.hrsagov/

Nationd Ingtitutesof Hedlth http:/Aww.nih.gov/od/oar/index.ntm

Officeof Minority Health http:/AMww.omhrc.gov/iomh/aidsaidshome_new.htm

Substance Abuse and Mental Health ServicesAdmin  http:/Amww.samhsa.gov/
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APPENDIX C

RACIAL ANDETHNICDISPARITIESINITIATIVE
HIV/AIDSWORK GROUP

Co-L ead: Michael P. Johnson, M. D.. M. P. H.
Director
Division of Training and Technicd Assstance
HIV/AIDSBureau
Health Resources and Services Administration
5600 FishersL ane, Room 7-29
Rockville, MD 20857
email: mjohnson@hrsa.gov

office: 301-443-8045

Co-Lead: David Holtgrave, Ph. D.
Director
National Center for HIV, STD, and TB Prevention
Divison of HIV/AIDS Prevention - Intervention, Research and Support
Centersfor Disease Control and Prevention
1600 Clifton Road, MSE35
Atlanta, GA 30333
email: dyh6@cdc. gov
office: 404-639-5200

fax: 404-639-5260

AHRQ Dr. David Lanier
AHRQ
2101 E. Jefferson St
Suite502

Rockville, MD 20852
emal: danier@ahrg.gov
office: 301-594-1357 ext. 1342

fax: 301-594-3721

Janet Cleveland. M. S.

Asociate Director for Community Planning and Capacity Building
National Center for HIV, STD, and TB Prevention

Division of HIV/AIDS Prevention - Intervention, Research and Support
Centersfor Disease Control and Prevention

1600 Clifton Road, MSE-35

Atlanta, GA 30333

emall: jcc@cdc. gov

office: 404-639-5200

fax: 404-639-5260

O
O
O




CDC/NCHS

HCFA

=
1

0]

=
T

Dr. GeraldineM. M cQuillan
Senior Infectious Disease Epidemiologist
National Center for Hedth Statistics

Centers For Disease Control and Prevention

Hyettsville MD

email: gmm2@cdc.gov
office: 301-436-7080 (118)
fax: 301-436-5431

Randolph Graydon, Director
Division of Advocacy and Specia Issues

Center for Medicaid and State Operations

S2-14-26

7500 Security Boulevard
Badtimore, MD 21244
email: rgraydon@hcfa.gov
office: 410-786-1357

fax: 410-786-9004

Angela Powdl-Young. MPH
Chief, Technicd Assistance Branch

HIV/AIDSBureau

5600 FishersLane, Room 7-13
Rockville, MD 20857

email: apowd | @hrsa.gov
office: 301-443-6561

fax: 301-443-5271

Dan Simpson. M SW
AIDS Coordinator

IHSAIDS Program Office

5300 Homestead Rd. NE
Albuguerque, NM 87110

email: daniecampson@ohp.2hgw@ihs
office: 505-248-4119

fax: 505-248-4181

Jack Whitescarver

Deputy Director, Officeof AIDS
Nationd Institutes of Hedlth
email: whitesgj@od.nih.gov
office: 301-496-0357

fax: 301-496-4843




OSOHAP

OSOMH

OS/OWH

SAMHSA

Alison Greene

Regional Director, Region||
Jacob K. Javits Federa Bldg.
26 Federal Plaza-Rm 3835
New York, NY 10278
emall: agreene@os.dhhs.gov
office: 212-264-4600

fax: 212-264-3620

Deborah Von Zinkernagd
Officeof HIV/AIDS Palicy

email: DvonZinkernagd @OSOPHS.DHHS.GOV
office: 202-690-5560
fax: 202-690-7560

Matthew Murguia
Public Hedth Andys

Officeof Minority Hedth
email: MMurguia@OSOPHS.DHHS.GOV
office: 301-443-9923

FrancesE. Page RN. MPH
Senior Public Health Advisor

Office of Women’ sHedlth
Humphrey Building, Room 730B
200 Independence Ave.. S. W.
Washington. DC 20201

email: Fpage@osophs.dhhs.gov
office: 202-690-6373

fax: 202-260-6537

Harriet G. McCombs. Ph. D.
Public Health Advisor
SAMHSA
Center for Mental Health Services
5600 Fishers L ane, Room 18C-07
Rockville, MD 20857
email: hrnccombs@samsha.gov
office: 301-443-7790
fax: 301-43-7912




AdolfoMata

AIDS Coordinator

Center for Substance Abuse Treatment
SAMHSA

5600 FishersL ane, Rockwall Il Suite 740
Rockville, Maryland 20857

email: amata@samhsa gov

office: 301-443-8435

fax: 301-443-3543

AlgandroA.Arias.Ed.D..C.P. S.
Public Health Advisor

DSCSD/CSAP

Substance Abuse and Mental Health Services Administration
5600 FishersLane/Rockwall 11-940

Rockville, MD 20857

emall: aarias@samhsa.gov

office: 301443.4825

fax: 301.443.0422
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APPENDIX D

NIH AIDSCLINICAL TRIALSDEMOGRAPHICS- 1999

Demographicsof NIH Demographicsof Demographicsof New
AIDSClinicd Trids AIDS Cases AIDS Cases
Number % Number % Number %
SEX
Mde 11,920 68.17 | 609,326 83.09 | 35,482 76.47
Femde 4,816 27.54 | 124,045 16.91 | 10,918 23.53
749 4.28 3 000 |0 0.00
TOTAL 17,485 100.00 733,374 100.00 46,400 100.00
RACE
\White 7,280 41.64 | 318,3%4 4341 | 14,813 31.92
Black 6,037 3453 | 272,881 37.21 | 21,900 47.20
Higpanic 3,027 17.31 | 133,703 18.23 | 9,021 19.44
Other 338 1.93 7,479 1.02 546 1.18
Unknown 803 4.59 957 A3 120 .26
TOTAL 17,485 100.00, 733,374 100.00( 46,400 100.00
TYPE
Adult 13,804 724,656 98.81 | 46,137 99.43
Pediatric 3,681 8,718 1.19 263 57
TOTAL 17,485 733,374 100.00 | 46,400 100.0




